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A b s tra c t
T h is  is  a n  a c c o u n t o f  a  p h e n o m e n o lo g ic a l in v e s t ig a t io n , e m p lo y in g  ‘L ife w o r ld ’ a s  
th e  m e th o d o lo g y . T h e  s tu d y  d e s c r ib e s  h o w  s ix  p a re n ts  e x p e r ie n c e d  th e  p ro c e s s  
o f  th e ir  c h ild re n  b e in g  ‘d ia g n o s e d ’ a s  h a v in g  a u t is m  s p e c tru m  d is o rd e rs  (A S D s )  
a n d  id e n tif ie s  fa c to rs  w h ic h  c o n tr ib u te d  to  th e s e  e x p e r ie n c e s . T h e  in v e s t ig a t io n  
a ro s e  o u t o f th e  re s e a rc h e r ’s  e n g a g e m e n t w ith  p a re n ts  w h o  a p p e a re d  to  b e  
c h a lle n g in g  th e  p ro fe s s io n a l p re o c c u p a t io n  th a t  e a r ly  d ia g n o s is  a n d  a s s e s sm e n t 
o f  a u tis m  is  c e n tra l to  e f fe c t iv e  fa m ily  s u p p o r t .
In te rv ie w s  w e re  c o n d u c te d  w ith  th re e  s e ts  o f p a re n ts  o v e r  a  p e r io d  o f  o n e  y e a r  
w ith  th e  re s e a rc h e r s e e k in g  to  u n d e rs ta n d  h o w  th e  d ia g n o s t ic  p ro c e s s  im p a c te d  
u p o n  a ll th e  ‘f ra c t io n s ’ o f th e  life w o r ld . T h e  f in d in g s  s u g g e s t th a t ‘in te rv e n t io n ’ 
a n d  ‘n o rm a lis a t io n ’ c o n tin u e  to  b e  th e  d o m in a n t p ro fe s s io n a l d is c o u rs e  b u t th a t 
p a re n ts  f in d  w a y s  o f re je c t in g  a n d  s u b v e r t in g  th e s e . P ro fe s s io n a l in te rv e n t io n , 
a lth o u g h  in te n d e d  to  e n a b le  a n d  e m p o w e r p a re n ts  w a s , in  fa c t, e x p e r ie n c e d , b y  
th e  p a re n ts  in  th is  s tu d y , a s  d is a b lin g  a n d  d is e m p o w e r in g . I t is  p ro p o s e d  h e re  
th a t th is  w a s  th e  re s u lt o f p ro fe s s io n a l p ra c tic e  b e in g  p re d ic a te d  o n  in d iv id u a l 
m o d e l p r in c ip le s , fo c u s e d  o n  c h a n g in g  th e  c h ild  a n d  th e  fa m ily .
T h e  e v id e n c e  f ro m  th is  s tu d y  in d ic a te s  th a t p a re n ts  o f c h ild re n  w ith  A S D s  h a v e  
a  m o re  b a la n c e d  e x p e r ie n c e  o f  p a re n t in g  th a n  th e  t ra d it io n a lly  n e g a t iv e  fo c u s  o f  
a u t is m  re s e a rc h  w o u ld  s u g g e s t . P a re n tin g  is  m a d e  p ro b le m a tic  n o t s o  m u c h  b y  
c h ild re n ’s  im p a irm e n ts  b u t b y  e n c o u n te r in g  e x c lu s io n is t p ro fe s s io n a l p ra c t ic e s .  
G u id e lin e s  a re  p ro p o s e d  fo r h o w  p ro fe s s io n a ls  m ig h t b e g in  to  o ffe r m o re  
e f fe c t iv e  s u p p o r t  to  p a re n ts  b y  e n g a g in g  w ith  a  s o c ia l m o d e l a g e n d a  fo c u s e d  o n  
c e le b ra t in g  a c h ie v e m e n t a n d  e n a b lin g  a s p ira t io n s . ‘L ife w o r ld ’ is  e v a lu a te d  a s  a  
m e th o d o lo g y  id e a lly  s u ite d  to  em a n c ip a to ry  re s e a rc h  a n d  a s  a m e a n s o f 
e n a b lin g  n o n -d is a b le d  re s e a rc h e rs  to  o f fe r v a lid  c o n tr ib u t io n s  to  th e  d is a b il i ty  
m o v e m e n t.
A c k n o w le d g em e n ts
W ith  m u c h  a p p re c ia t io n  to :
•  th o s e  p a re n ts  w h o  p a r t ic ip a te d  in  th e  s tu d y . W ith o u t y o u  th is  p ro je c t  
c o u ld  n o t h a v e  h a p p e n e d
•  m y  s u p e rv is o rs , D rs . K a re n  D u n n  a n d  R o s  G a r r ic k . T h a n k  y o u  b o th  fo r  
y o u r  e x p e r t g u id a n c e , d e d ic a tio n  a n d  th e  v a lu e  th a t y o u  p la c e d  u p o n  th e
w o rk
•  D r . P e te r A s h w o r th , S h e ff ie ld  H a lla m  U n iv e rs ity , fo r re v ie w in g  m y  
in te rp re ta t io n  o f  th e  p r in c ip le s  o f  ‘L ife w o r ld ’
•  m y  m o th e r , B a rb a ra , fo r y o u r c o m m itte d  a n d  e n th u s ia s t ic  s u p p o r t w ith  
t ra n s c r ip t io n
•  to  th e  D iv is io n  o f  E d u c a t io n  a n d  H um a n it ie s , S h e f f ie ld  H a lla m  U n iv e rs ity ,  
fo r  e n a b lin g  m e  to  u n d e r ta k e  th e  D o c to ra te  in  E d u c a t io n
a n d  to  m y  p a r tn e r , D re w : fo r  e v e ry th in g .
P re fa c e
T e rm in o lo g y  in  re la t io n  to  im p a irm e n t a n d  d is a b il i ty  is  p ro b le m a tic  (O liv e r ,  
1 9 9 0 ) . L a b e ls p o s it io n p e o p le a s ‘o th e r ’ a n d u s u a lly in c u r n e g a t iv e  
c o n s e q u e n c e s  fo r th o s e  c a te g o r is e d  in  th is  w a y a n d fo r th e ir fa m il ie s  
(G o ffm a n , 1 9 6 3 ; G illm a n e t a l. , 2 0 0 0 ) . W ith in  th e c u r re n t s y s te m s o f 
d is t r ib u t io n  o f re s o u rc e s , h o w e v e r, th e y  c a n  a ls o  b e  s e e n  a s  a  n e c e s s a ry  e v il,  
a  p re -re q u is ite  to  a c c e s s in g  s u p p o r t (H o , 2 0 0 4 ) .
T h is  d is s e r ta t io n  re c o rd s  th e  im p a c t o n  th e  life w o r ld s  o f th re e  s e ts  o f p a re n ts  
w h e n  th e ir  c h ild re n  w e re  g iv e n  a  d ia g n o s is  o f a u tis m . I t id e n t if ie s  p a re n ts  a s  
c a u g h t w ith in  th is  d ile m m a , re s is t in g  la b e ls  fo r  fe a r  o f  th e m  p a th o lo g is in g  th e ir  
c h ild re n  (B il l in g to n , 2 0 0 0 ) b u t u n a b le  to  a c c e s s  s e rv ic e s  w ith o u t th a t s p e c if ic  
la b e l. T h e  s o c ia l m o d e l o f d is a b il ity  h a s  t ra d it io n a lly  re je c te d  th e  a p p o r t io n in g  
o f la b e ls  o n  th e  g ro u n d s  th a t th e s e  p ro b le m a t is e  th e  in d iv id u a l, th e re b y  
d is g u is in g  th e  re a l d if f ic u lt ie s  th a t a re  th e  d is a b lin g  im p a c ts  o f  th e  e n v iro nm e n t 
a n d  c u ltu ra l e x p e c ta t io n s  (O ’G ra d y  e t a l. , 2 0 0 4 ) . H o w e v e r , th e re  is  n o w  a  c a ll 
to  re c o g n is e th e im p a c t o f s p e c if ic  im p a irm e n ts  o n th e in d iv id u a l, to  
a c k n o w le d g e th a t th e p h y s ic a l, a s w e ll a s e x te rn a l fa c to rs , c a n lim it  
o p p o r tu n it ie s  (S h a k e s p e a re  a n d  W a ts o n , 2 0 0 2 ) . W h e th e r th is  w il l le a d  to  
s o m e  a c c e p ta n c e  o f d ia g n o s t ic  la b e ls , w ith in  th e  S o c ia l M o d e l, a s  s ig n p o s ts  
fo r p o te n t ia l im p a c ts  o f im p a irm e n t a n d  s tra te g ie s  fo r s u p p o r t , is  n o t y e t 
a p p a re n t .
W ith in  th is  d is s e r ta t io n  I h a v e  u s e d  th e  te rm s  c h ild re n  w ith  a u tis m  a n d
c h ild re n  w ith  a u t is m  s p e c tru m  d is o rd e rs  a s  th e s e  w e re  th e  ‘id e n t if ie rs ’ th a t 
p ro fe s s io n a ls  g a v e  to  th e  c h ild re n  a n d  th e  la b e ls  th a t th e  p a re n ts  w e re  
s tru g g lin g  w ith . T h is  is  n o t to  b e  re a d  a s  a  v a lid a t io n  o f  th e s e  te rm s  h o w e v e r .  
T h e  e v id e n c e  fro m  th is  s tu d y  w il l s u g g e s t th a t p a re n ts  d o  n o t s e e k  to  h a v e  
th e ir  c h ild re n  p la c e d  w ith in  c a te g o r ie s  o f im p a irm e n t. R a th e r , p a re n ts  d e s ire  
th a t p ro fe s s io n a ls  re c o g n is e  a n d  c e le b ra te  c h ild re n  a s  in d iv id u a ls , id e n tify in g  
s t re n g th s  a n d  a re a s  fo r  d e v e lo p m e n t. T h e  o n ly  la b e l n e c e s s a ry , th e re fo re , is  a
c h ild ’s  n a m e .
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Background of the study
T h is  d is s e r ta t io n  is  a n  a c c o u n t o f  a  p h e n o m e n o lo g ic a l e n q u iry  in to  h o w  p a re n ts  
e x p e r ie n c e  th e  p ro c e s s  o f th e ir  c h ild re n  b e in g  d ia g n o s e d  w ith  a u t is m  s p e c tru m  
d is o rd e rs  (A S D s ) . T h e  s tu d y  d e s c r ib e s  a n d  c o n s id e rs  th e  e x p e r ie n c e s  o f th re e  
s e ts  o f p a re n ts  a s  th e y  e n g a g e  w ith  th e  d ia g n o s t ic  p ro c e s s . P a r t o n e  o f th is  
d is s e r ta t io n  fo c u s e s  o n  w h y  th e  s tu d y  w a s  u n d e r ta k e n  a n d  d e s c r ib e s  h o w  it  w a s  
c o n d u c te d . P a r t tw o  p re s e n ts  th e  d a ta  a n d  e v a lu a te s  th e  p o te n t ia l im p a c t o f  th e  
f in d in g s  o n  p ro fe s s io n a l p ra c t ic e .
T h is  f irs t c h a p te r e s ta b lis h e s  th e  b a c k g ro u n d  o f th e  s tu d y , s p e c if ie s th e  
re s e a rc h  ‘p ro b le m ’ a n d  c o n s id e rs  its  s ig n if ic a n c e  b e fo re  g o in g  o n  to  id e n t ify  th e  
m e th o d o lo g y  a n d  m e th o d s  u s e d .
T h e  n u m b e r o f c h ild re n  b e in g  d ia g n o s e d  w ith  A S D s  a p p e a rs  to  h a v e  in c re a s e d  
d ra m a t ic a lly  o v e r  re c e n t y e a rs  (F o m b o n n e , 2 0 0 3 ) . O n e  p o te n t ia l e x p la n a t io n  fo r  
th is  is  th a t u n d e rs ta n d in g  o f th e  s y n d ro m e  h a s  d e v e lo p e d , th e re b y  e n a b lin g  
g re a te r re c o g n it io n  a n d  d ia g n o s is  (M e d ic a l R e s e a rc h  C o u n c il (M R C ), 2 0 0 1 ; 
C h a rm a n , 2 0 0 2 ; F om b o n n e , 2 0 0 3 ) . E a s ie r a c c e s s  to  d ia g n o s is , s o m e th in g  
p a re n ts  h a v e  tra d it io n a lly  h a d  to  ‘f ig h t ’ s e rv ic e  p ro v id e rs  to  o b ta in , is  a lm o s t  
u n a n im o u s ly  w e lc o m e d  b y  th e  lite ra tu re , a s  is  th e  d e v e lo p m e n t o f s y s te m s  o f 
e a r ly  in te rv e n t io n  (e .g . R o b in s , F e in  a n d  B a r to n , 2 0 0 1 ; C h a rm a n  &  B a ird , 2 0 0 2 ; 
B u t te r , W y n n  a n d  M u lic k , 2 0 0 3 ) . I t is  a rg u e d , w ith in  th e  lite ra tu re , th a t p ro m p t 
d ia g n o s is  a n d  in te rv e n tio n  is  e s s e n t ia l fo r  p a re n ts  w h o s e  c h ild re n  a re  b e h a v in g  
in  w a y s  th a t a re  c a u s in g  c o n s id e ra b le  s tre s s  a n d  c o n c e rn  to  th em  a n d  w h o  a re  
s e e k in g  e x p la n a t io n s  a n d  s u p p o r t (W in g , 1 9 9 6 ) .
H o w e v e r , C h a rm a n  a n d  B a ird  (2 0 0 2 ) , w h ile  re v ie w in g  th e  lite ra tu re  o n  th e  
c h a ra c te r is t ic  fe a tu re s  o f A S D  in  p re -s c h o o l c h ild re n , w a rn  th a t e a r l ie r a n d
3
b ro a d e r d ia g n o s is  b r in g s  n e w  c h a lle n g e s  to  d ia g n o s t ic  s e rv ic e s . O n e  o f th e s e  
m u s t b e  e v a lu a t in g  th e  im p a c t o n  c h ild re n  a n d  p a re n ts  w h e n  p ro fe s s io n a ls  
a tt r ib u te  th e  la b e l o f  A S D  to  th o s e  w h o , u n t i l re c e n t ly , m ig h t h a v e  b e e n  th o u g h t  
o f  a s  e c c e n tr ic , s l ig h t ly  o d d  a n d  u n u s u a l o r  lo n e rs  ra th e r  th a n  ‘im p a ire d ’ . T h e s e  
a re c h ild re n w h o d em o n s tra te in te lle c tu a l a b il i ty w ith in th e e x p e c te d  
d e v e lo pm e n ta l p a t te rn  fo r a  c h ild  o f th a t a g e  b u t w h o s e  c o m m u n ic a tio n  a n d  
s o c ia l s k il ls  a re  n o tic e a b ly  d if fe re n t to  c h ild re n  w ith o u t A S D s .
The research problem
A s  a  p re v io u s  te a c h e r  o f  c h ild re n  w ith  a u t is m  a n d  n o w  S e n io r  L e c tu re r  in  A u t is m  
w ith in  a  u n iv e rs ity , I h a v e  b e e n  in v o lv e d  w ith  n u m e ro u s  fa m il ie s  w h e re  p a re n ts  
h a v e  re p o r te d  b e in g  f ru s tra te d  a t th e  la c k  o f  re c o g n it io n  b y  p ro fe s s io n a ls  o f  th e ir  
c h ild re n ’s a u t is m  a n d th e re lu c ta n c e  o r re fu s a l to  d ia g n o s e . L ik e m a n y  
p ro fe s s io n a ls  I h a v e  a rg u e d  fo r  a n d  w e lc o m e d  th e  g o v e rn m e n t ’s  c o m m itm e n t to  
e a r ly  id e n t if ic a t io n  (D e p a r tm e n t fo r E d u c a t io n  a n d  S k il ls  (D fE S ), 2 0 0 3 ; D fE S  
a n d  D e p a r tm e n t o f H e a lth  (D H ) , 2 0 0 4 a ) . I h a v e  b e lie v e d  s tro n g ly  in  th e  m a x im  
th a t e a r ly  d ia g n o s is  le a d s  to  b e t te r  in fo rm e d  p a re n ts  a n d  e d u c a to rs , w h ic h  th e n  
re s u lts  in  a  b e t te r p ro g n o s is  fo r  th e  c h ild ’s  d e v e lo p m e n t (W in g , 1 9 9 6 ; D fE S  a n d  
D H , 2 0 0 3 ) . I t p u z z le d  m e , th e re fo re , to  e n c o u n te r , in  m o re  re c e n t  y e a rs , p a re n ts  
w h o  a p p e a re d  to  b e  re s is t in g  th e  d ia g n o s is  o f th e ir  c h ild  a s  h a v in g  a n  A S D . 
A c c e s s  to  e a r ly  d ia g n o s is  a p p e a re d  to  b e  e x p e r ie n c e d , b y  th e s e  p a re n ts , a s  
p re s e n t in g  a  th re a t to  th e  h a rm o n y  o f  th e ir  fa m ily  a n d  th e  d e v e lo p m e n t o f th e ir  
c h ild , ra th e r  th a n  a s  a  s o u rc e  o f  c o m fo r t  a n d  re lie f .
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The study’s significance
T h is  e n q u iry  s e t o u t to  id e n t ify , u n d e rs ta n d  a n d  e v a lu a te  th e  im p lic a tio n s  fo r  
p ro fe s s io n a l p ra c tic e  o f th e  e x p e r ie n c e s o f th re e  ‘s e ts ’ o f p a re n ts  w h e re  
p ro fe s s io n a ls  h a d  re c e n t ly  ra is e d  th e  q u e s t io n  o f  A S D  in  re la t io n  to  th e  c h ild re n . 
A lth o u g h  u n d e r ta k e n  w ith  a  sm a ll n u m b e r  o f  p a r t ic ip a n ts , th e  s ig n if ic a n c e  o f  th is  
s tu d y  is  th a t it c h a lle n g e s  th e  b e lie f th a t p ro fe s s io n a l in te rv e n t io n  is  a lw a y s  
n e c e s s a ry  a n d  h e lp fu l in  re la t io n  to  a u t is m  (J o rd a n  a n d  P o w e ll, 1 9 9 5 ; H o w lin ,  
1 9 9 8 ; S z a tm a r i, 2 0 0 4 ) :
I t a lm o s t s e e m s to  g o  w ith o u t s a y in g  th a t c h ild re n  w ith  
a u t is m  n e e d  e a r ly  a n d  in te n s iv e  in te rv e n t io n . I t h a s  b e e n  s o  
f re q u e n tly  s ta te d  th a t, fo r m a n y  w h o  w o rk  w ith  y o u n g  
c h ild re n  w ith  d e v e lo p m e n ta l d is a b il i t ie s , it is a lm o s t a  
m a n tra  (S ie g e l,  2 0 0 3 : 3 4 ) .
T h e  fa c to rs  id e n tif ie d  b y  th e  p a re n ts , in  th is  s tu d y , a s  s o u rc e s  o f s tre s s  a n d  
d is ru p tio n  fo r th e  fa m ily  w e re n o t is s u e s re s u lt in g  fro m  th e ir c h ild re n ’s  
‘ im p a irm e n ts ’ b u t th e  re s tr ic t io n s  im p o s e d  b y  th o s e  p ro fe s s io n a ls  w h o  w e re  
c h a rg e d  w ith  s u p p o r t in g  p a re n ts  th ro u g h  th e  p ro c e s s  o f  d ia g n o s is  a n d  in v o lv e d  
w ith  th e  e d u c a t io n  o f th e ir  c h ild re n . T h e  f in d in g s  s u g g e s t, th e re fo re  th a t th e  
in d iv id u a l m o d e l o f d is a b il i ty  (d e f in e d  w ith in  c h a p te r  tw o ) c o n tin u e s  to  b e  th e  
d o m in a n t d is c o u rs e  (F o u c a u lt , 1 9 7 2 ; M u r ra y , 2 0 0 0 ; K e a rn e y  a n d  G r if f in , -2 0 0 1 ) , 
d is em p o w e r in g  c h ild re n  a n d  th e ir  p a re n ts  a n d  c o n tr ib u t in g  to  th e  d is a b le m e n t o f
fa m il ie s .
M a n y  y e a rs  o f l is te n in g  to  a n d  re a d in g  a b o u t p a re n ts ’ e x p e r ie n c e s  h a d  m a d e  
m e  a w a re  o f  a  ra n g e  o f is s u e s  a n d  o f  v a r io u s  e x p e r ie n c e s  w h ic h  m ig h t c o n c e rn  
th e  p a re n ts  o f c h ild re n  w ith  a u t is m , s u c h  a s  f ig h t in g  to  o b ta in  a  d ia g n o s is , 
fe e lin g  re je c te d  b y  th e  c h ild , a la rm  a t in e x p lic a b le  b e h a v io u r  a n d  c r it ic is m  fro m  
o th e rs  in  th e  c o m m u n ity  fo r  th e  w a y  p a re n ts  m a n a g e  th e ir  c h ild re n ’s  b e h a v io u r
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(W in g , 1 9 9 6 ; H o w lin , 1 9 9 8 ; R a n d a ll a n d  P a rk e r , 1 9 9 9 ) . T h e  e x p e r ie n c e s  o f  th e  
p a re n ts  in  th is  s tu d y  ra is e d  is s u e s , h o w e v e r , w h ic h  I h a d n o t p re v io u s ly  
c o n s id e re d , s u c h  a s  th e  im p a c t o n  th e  fa m ily  w h e n  th e ir  c h ild  w a s  id e n t if ie d  a s  
‘im p a ire d ’ , d is e m p o w e rm e n t th ro u g h  e n g a g e m e n t w ith  p ro fe s s io n a ls  a n d  th e  
d is a b le m e n t o f  th e  fa m ily  th ro u g h  e x c lu s io n a ry  p ra c tic e s .
A s  w il l b e c om e  c le a r , th is  s tu d y  s u g g e s ts  th a t a lth o u g h th e  p a re n ts  h a d  
a c c e p te d  th e  n a tu re  o f th e ir c h ild re n ’s  d if f ic u lt ie s  th e y  c h o s e , a b o v e  a ll, to  
c e le b ra te  th e  p o s it iv e s  o f th e ir c h ild re n ’s  d e v e lo p m e n t ra th e r th a n  m is s  th e  
p le a s u re o f w a tc h in g th e m  d e v e lo p  th ro u g h th e e a r ly y e a rs : re p la c in g  
e n jo ym e n t w ith  a n x ie ty  b e c a u s e  th e y  w e re  ‘re tra in in g ’ th e m s e lv e s  to  s e e  th e  
d e v e lo p m e n t o f th e ir  c h ild re n  a s  ‘d e v ia n t’ . A s  w e  n o w  d ia g n o s e , a s  im p a ire d , 
g ro u p s  o f c h ild re n , p re v io u s ly  th o u g h t o f a s  w ith in  th e  ‘m a in s tre am ’ o r ‘n o rm a l 
b u t a  b it u n u s u a l ’ ra n g e , s o  w e  w il l n e e d  to  a d a p t o u r  th in k in g  a n d  p ro c e d u re s  if  
w e  a re  to  m e e t s u c c e s s fu lly  th e  n e w  c h a lle n g e s  p re s e n te d  b y  th e s e  c h ild re n  
a n d  th e ir p a re n ts . T h is  is n e c e s s a ry  to  a v o id  p a th o lo g is in g  fa m il ie s  th a t 
p re v io u s ly  c o n s id e re d  th e m s e lv e s ‘n o rm a l’ . S om e  lite ra tu re  is  b e g in n in g  to  
re c o g n is e  th e  d a n g e r o f p a th o lo g is in g  c h ild re n  w ith in  s c h o o l (e .g . B il l in g to n , 
2 0 0 0 ) th ro u g h  la b e ll in g  th e m  a s  ‘im p a ire d ’ b u t  th is  s tu d y  ra is e s  th e  c o n c e rn  th a t 
th is  p ro c e s s  c a n  a ls o  p a th o lo g is e  th e  c h ild  w ith in  th e  h o m e  a n d  b y  d o in g  s o  
d is a b le  th e  fa m ily .
T h is  s tu d y , to o k  th re e  y e a rs  to  c o m p le te  a n d , d u r in g  th is  t im e , th e  m e th o d o lo g y
w a s  t ra n s fo rm e d  s ig n if ic a n t ly , in  o rd e r  to  re s p o n d  to  th e  p e rc e iv e d  n e e d s  o f  th e
p a r t ic ip a n ts . T h e  re s e a rc h  b e g a n  a s  a n  a c t io n  re s e a rc h  c a s e  s tu d y  (C o h e n  a n d
M a n io n , 1 9 9 4 ; F re e b o d y , 2 0 0 3 ) , b a s e d , a s  I n o w  p o s it io n  it (d e ta ile d  in  c h a p te r
th re e ) , o n  a n  in d iv id u a l m o d e l h y p o th e s is  th a t p a re n ts  re q u ire  in te rv e n t io n is t
s u p p o r t in  o rd e r  to  ‘le a rn ’ h o w  to  ‘m a n a g e ’ th e ir  c h ild re n  w ith  a u tis m . W h e n  it  
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b e g a n  to  a p p e a r th a t th e  c h a lle n g e s  fo r th e  p a r t ic ip a n ts  w e re  n o t, in  fa c t , 
a ro u n d  th e  a c t o f p a re n t in g  b u t e n g a g em e n t w ith  th e  d ia g n o s t ic  p ro c e s s , th e  
s tu d y  d e v e lo p e d  in to  a  b ro a d e r a n d n o n  in te rv e n t io n is t p h e n o m e n o lo g ic a l  
in v e s t ig a t io n  (M o u s ta k a s , 1 9 9 4 ) , u s in g L ife w o r ld  (A s h w o r th , 2 0 0 3 a ) a s a  
m e th o d o lo g y  (s e e  c h a p te r  th re e  fo r  a  d e ta ile d  a c c o u n t) . T h e  fo c u s  th e n  b e c a m e  
o n  id e n t ify in g  h o w  th e  p a r t ic ip a n ts  w e re  e x p e r ie n c in g  th is  . l ife  e v e n t. D a ta  w e re  
c o lle c te d  b y  m e a n s  o f in te rv ie w , c o n d u c te d  re g u la r ly  w ith  e a c h  fa m ily  o v e r a  
p e r io d  o f  o n e  y e a r . T h is  to o  is  d is c u s s e d  in  d e ta il in  c h a p te r  th re e .
T o  s u m m a r is e , th is  c h a p te r  h a s , th e re fo re , id e n t if ie d  th e  ‘p ro b le m ’ w h ic h  le d  to  
th e  re s e a rc h  b e in g  u n d e r ta k e n , p la c e d  th is  w ith in  a  p ro fe s s io n a l c o n te x t a n d  
c o n s id e re d  th e  v a lu e  o f th is  u n d e r ta k in g . T h e  m e th o d o lo g y  a n d  th e  m e th o d  o f 
d a ta  c o lle c t io n  h a v e  a ls o  b e e n  o u t l in e d . I h a v e  s u g g e s te d  th a t th e  f in d in g s  o f 
th is  s tu d y  w il l s h o w  th a t it is  th e  in d iv id u a l m o d e l o f d is a b il i ty  th a t c o n tin u e s  to  
b e  th e  d o m in a n t d is c o u rs e , w ith in  th e  d ia g n o s t ic  p ro c e s s . H o w e v e r , it w a s  th e  
s o c ia l b a rr ie rs  to  in c lu s io n , ra th e r th a n  c h ild re n ’s  im p a irm e n ts , th a t a c tu a lly  
d is a b le d  th o s e  p a re n ts  in te rv ie w e d .
T h e  n e x t c h a p te r w il l re v ie w  th e  lite ra tu re  o n  th e  e x p e r ie n c e  o f p a re n tin g  
c h ild re n  w ith  A S D s . I t b e g in s  b y  e v a lu a t in g  th e  p o te n tia l im p a c t o n  p a re n ts  o f  
c u r re n t ‘g u id a n c e  lite ra tu re ’ ( i.e . lite ra tu re  th a t ‘in fo rm s ’ o n  a u t is m  w ith o u t 
n e c e s s a r ily  b e in g  b a s e d  u p o n  re s e a rc h  e v id e n c e ) b e fo re  id e n tify in g  th e  is s u e s  
fo r fa m il ie s h ig h lig h te d  b y  re s e a rc h . T ra d it io n a lly  n e g a t iv e  a c c o u n ts  o f th e  
e x p e r ie n c e  o f p a re n tin g  c h ild re n  w ith  A S D s  w il l b e  c o n tra s te d  w ith  th e  m o re , 
p o s it iv e  re p o r ts  fro m  th e  f ie ld  o f g e n e ra l d is a b il i ty . F ro m  th is , p ro p o s a ls  w il l  
e m e rg e a s to h o w  p a re n ts m ig h t b e m o re e ffe c t iv e ly s u p p o r te d w ith  
u n d e rs ta n d in g  th e ir  o w n  p o s it io n  to w a rd s  d is a b il ity . T h e  c h a p te r w il l c o n c lu d e  
w ith  a  c o n s id e ra t io n  o f  th e  s o c ia l a n d  in d iv id u a l m o d e ls  o f  d is a b il i ty .
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Introduction
In  C h a p te r  O n e  it  w a s  e s ta b lis h e d  th a t n e w  c h a lle n g e s  fo r  s e rv ic e s  h a v e  a r is e n  
o u t o f th e  a d o p t io n  o f ‘e a r l ie r  a n d  b ro a d e r ' d ia g n o s t ic  p ra c t ic e s  in  re la t io n  to  
a u t is m  (C h a rm a n  a n d  B a ird , 2 0 0 2 ) . T h is  c h a p te r n o w  o f fe rs  a  re v ie w  o f th e  
l i te ra tu re  re la t in g  to  th e  e x p e r ie n c e s  o f p a re n ts  o f c h ild re n  w ith  A S D s  a n d  is  
p re s e n te d  in  tw o  d is t in c t b u t re la te d  s e c t io n s .
T h e  f ir s t s e c t io n , ‘T ra d it io n a l C la im s ’ c e n tre s  o n  th e  p a re n tin g  e x p e r ie n c e  
p o r t ra y e d  w ith in  a u t is m  s p e c if ic  ‘g u id a n c e ’ lite ra tu re  ( i.e . th a t w h ic h  in fo rm s  
p a re n ts  a n d  p ro fe s s io n a ls  a b o u t a u tis m  b u t is  n o t n e c e s s a r i ly  re s e a rc h  b a s e d )  
a n d  a ls o  th o s e  re s e a rc h  s tu d ie s  w h ic h  fo c u s  o n  th e  e x p e r ie n c e s  o f p a re n ts  o f  
c h ild re n  w ith  A S D s  (e .g . R a n d a ll a n d  P a rk e r , 1 9 9 9 ; T a m s , 2 0 0 1 ) . I a rg u e  th a t 
th is  l i te ra tu re  a d o p ts  a n  e s s e n t ia lly  n e g a t iv e  p o s it io n , fo c u s e d  o n  th e  p ro b le m s  
c a u s e d  fo r fa m il ie s  b y  th e  e f fe c ts  o f im p a irm e n t (J o rd a n  a n d  P o w e ll, 1 9 9 5 ; 
W in g , 1 9 9 6 ; H o w lin , 1 9 9 8 ; R a n d a ll a n d P a rk e r , 1 9 9 9 ) , a lth o u g h th e re  is  
e m e rg in g  s o m e  m o v em e n t to w a rd s  c h a lle n g in g  e s ta b lis h e d  p e rc e p t io n s  a n d  
a c k n o w le d g in g  p o s it iv e  p a re n ta l e x p e r ie n c e s  (T am s , 2 0 0 1 ) .
T h e  s e c o n d  s e c t io n , ‘C h a lle n g in g  T ra d it io n s ’ , fo c u s e s  o n  th e m e s  e m e rg in g  f ro m  
g e n e r ic  d is a b il i ty  re s e a rc h . A s  m y  d a ta  c o lle c t io n  p ro g re s s e d  I b e c am e  a w a re  
th a t th e  e x p e r ie n c e s  o f th e  p a r t ic ip a n ts , in  m y  re s e a rc h , d if fe re d  s ig n if ic a n t ly  
f ro m  th o s e  re c o rd e d  in  th e  a u tis m  s p e c if ic  lite ra tu re . I, th e re fo re , tu rn e d  to  
re s e a rc h  o n  th e  e x p e r ie n c e s  o f  p a re n ts  o f  d is a b le d  c h ild re n , b u t n o t n e c e s s a r i ly  
s p e c if ic a lly  a u t is m  re la te d , to  s e e  if I c o u ld  lo c a te  th e re  a n y  o f  th e  e x p e r ie n c e s  
w h ic h  h a d  b e e n  id e n tif ie d  b y  th e  p a re n ts  in  m y  s tu d y .
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T h is  a p p ro a c h  o f lo c a tin g  re le v a n t th e m e s  in  th e  lite ra tu re , a f te r  d a ta  c o lle c t io n , 
is  a  w e ll-e s ta b lis h e d  p ra c tic e  w ith in  q u a lita t iv e  m e th o d o lo g ie s  a n d  e s p e c ia lly  
w ith in  g ro u n d e d  th e o ry  (D e n z in  a n d  L in c o ln , 1 9 9 4 ; P u n c h , 1 9 9 8 ; S ilv e rm a n , 
2 0 0 0 ) . In  s o  d o in g  I ‘d is c o v e re d ’ d e b a te s , p re v io u s ly  u n fa m il ia r to  m e , w h ic h  
q u e s t io n  th e  v a lu e  o f d ia g n o s tic  la b e ls  a n d  id e n t ify  th e  p o te n t ia lly  s t ig m a t is in g  
im p a c t o f th e s e . I a ls o  lo c a te d  th e re  a  n u m b e r o f a c c o u n ts  w h ic h  d e s c r ib e  th e  
p o s it iv e  e x p e r ie n c e s  o f  p a re n t in g  c h ild re n  w ith  im p a irm e n ts  (C a s e , 2 0 0 0 ; T u n a li 
a n d  P o w e r , 2 0 0 2 ; K e lly , S . , 2 0 0 5 ). In  tu rn , th e s e  le d  m e  to  a n  u n d e rs ta n d in g  o f 
h o w  d is a b il i ty  c a n  b e  d if fe re n t ly  c o n c e p tu a lis e d  a n d  c o n s tru c te d  (O liv e r , 1 9 9 6 ; 
A v d i e t a l. , 2 0 0 0 ; K e a rn e y  a n d  G r iff in , 2 0 0 1 ; R u s s e ll, F . , 2 0 0 3 ; S h e r ry , 2 0 0 4 ) .
A s  p a r t  o f  th is  p ro c e s s , I c a m e  to  re c o g n is e  m y  o w n  c o n c e p t io n  o f d is a b il ity  a s  
e m b e d d e d  w ith in  th e  in d iv id u a l m o d e l (O liv e r , 1 9 9 6 ; B a rn e s , 2 0 0 3 ; S w a in  e t a l. ,  
2 0 0 3 ) , v ie w in g  d is a b il ity  a s  a  ‘t ra g e d y ’ to  b e  o v e rc o m e  (M u r ra y , 2 0 0 0 ) , in  s p ite  
o f  th is  c o n tra d ic t in g  m y  o w n  e x p e r ie n c e  o f  p o s it iv e  e n g a g em e n t a n d  m e a n in g fu l 
re la t io n s h ip s  w ith  m a n y  c h ild re n  w ith  A S D s . R e f le c t in g  o n  re s p o n d e n ts ’ v ie w s  
a n d  th is  n e w  lite ra tu re , I c a m e  to  v ie w  th e  in d iv id u a l m o d e l a s  a  re s tr ic t iv e  a n d  
d is a b lin g  c o n c e p tu a lis a t io n  o f  d is a b il i ty  (A v d i e t a l. , 2 0 0 0 ; M u rra y , 2 0 0 0 ) a n d  s o  
q u e s t io n , w ith in  th is  c h a p te r , w h e th e r  th e  e x p e r ie n c e s  o f  th e  p a r t ic ip a n ts , in  th is  
s tu d y , c a n  b e  b e tte r  u n d e rs to o d  w ith in  th e  s o c ia l m o d e l o f d is a b il i ty . I c o n s id e r  
to o  w h e th e r  th e  s o c ia l m o d e l is  o n ly  e f fe c t iv e  a t a  c o n c e p tu a l le v e l o r  w h e th e r it  
o ffe rs  a n y  re a l, p ra c t ic a l s u p p o r t fo r p ro fe s s io n a ls  a s  to  h o w  th e y  m ig h t b e t te r  
e n g a g e  w ith  p a re n ts .
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Section One: Traditional Claims
Parenting children with ASDs
I d o  n o t lo v e  W a lte r b e c a u s e  h e  c a n  o r c a n n o t d o  a n y  
p a r t ic u la r  th in g . I ju s t lo v e  W a lte r . H is  c o n d it io n  d e e p e n s  
m y  fe e lin g s . I t k e e p s  th e  lo v e  c lo s e r  to  th e  s u r fa c e  a n d  
m a k e s  it  p a lp a b le
R ic h a rd  A n d e rs o n  (1 9 9 1 : 2 3 ) , p a re n t o f  W a lte r , w h o  h a s  a u t is m
A  g loom y p rospect
J o rd a n  a n d  P o w e ll (1 9 9 5 ) , in  a  te x t d e s ig n e d  to  o f fe r ‘h e lp  ( fo r ) a ll th o s e  
c o n c e rn e d  w ith  th e  e d u c a t io n  a n d  w e lfa re  o f c h ild re n  w ith  a u t is m ’ (p . iix ) , 
id e n t ify  s o m e  o f th e  te n s io n s  th a t th e y  fe e l m ig h t e x is t fo r p a re n ts  o f c h ild re n
w ith  a u t is m :
B u t th e re  is  s t i l l l ik e ly  to  b e  s o m e  s e n s e  o f g u ilt a n d /o r  
a n g e r in  p a re n ts  in  th e  e a r ly  s ta g e s  o f th e  c h ild ’s  life  
( in d e e d  th e s e  fe e lin g s  m a y  p e rs is t ) . M o th e rs  m a y  d o u b t 
th e ir ‘m o th e r in g  a b ili t ie s ’ o n  th e  o n e  h a n d  a n d /o r re s e n t 
th e ir c h ild ’s  la c k  o f re s p o n s iv e n e s s  o n  th e  o th e r . M o s t 
p a re n ts  w il l e x p e r ie n c e  p h y s ic a l o r p s y c h o lo g ic a l te n s io n  
a t s o m e  t im e  a n d  m a n y  p a re n ts  re p o r t a  fe e lin g  a t s o m e  
p o in t o r  o th e r  th a t th e y  n e e d  ‘to  e s c a p e ’ . C le a r ly , th is  k in d  
o f fe e lin g  p u ts  a d d it io n a l s tra in  o n  fa m ily  re la t io n s h ip s . 
B ro th e rs  a n d  s is te rs  a re  a f fe c te d  n o t o n ly  b y  th e  b e h a v io u r  
a n d  p ro b le m s  o f th e  s ib lin g  w ith  a u tis m  b u t a ls o  b y  th e  
re s u lt in g  in c re a s e d  te n s io n  in  th e  fa m ily  (J o rd a n a n d  
P o w e ll, 1 9 9 5 : 1 4 7 ) .
In it ia l ly , th e re  is  n o  m e n t io n  o f a n y  c o n tra s t in g , p o s it iv e  a s p e c t to  th e  p a re n tin g  
e x p e r ie n c e ; n o r  is  th e re  a n y  h o p e  g iv e n  fo r  th e  fu tu re :
. . . fa m il ie s w h o m a y h a v e w e a th e re d th e s to rm s o f 
c h ild h o o d  a n d  c o m e  to  te rm s  w ith  th e ir  c h ild ’s  p e rs is t in g  
d iff ic u lt ie s  m a y  f in d  th a t th e  fe e lin g s  o f g u ilt a n d  a n g e r  
re s u r fa c e  a s  th e y  t ry  to  c o p e  w ith  th e  a d u lth o o d  o f th e ir  
s o n  o r  d a u g h te r  w ith  a u tis m  (p .1 4 7 ) .
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A lth o u g h  J o rd a n  a n d  P o w e ll te m p e r th is  b le a k  p ic tu re  b y  a d d in g  th a t , ‘. . . th e  
o th e r  e f fe c t o f  h a v in g  a  c h ild  w ith  a u t is m  is  to  e n r ic h  th e  l i fe  o f  in d iv id u a ls  a n d  o f  
fa m il ie s ’ (p .1 4 7 ) , th is  is  n o t e x a m in e d  in  a n y  d e p th . S im ila r ly  in  1 9 9 6 , W in g  
p u b lis h e d  ‘T h e  A u t is t ic  S p e c tru m : a g u id e  fo r p a re n ts  a n d p ro fe s s io n a ls ’ , 
re g a rd e d  a s  a  c la s s ic  te x t a n d  a  fre q u e n t ly  re c o m m e n d e d  s ta r t in g  p o in t fo r  
p a re n ts  a n d  p ro fe s s io n a ls  w h e n  re a d in g  a b o u t a u tis m . T h e  c h a p te r o n  th e  
e x p e r ie n c e s  o f p a re n ts  is  e n t it le d , ‘P ro b le m s  fa c e d  b y  P a re n ts ’ (p .9 ) . T h e  
o p e n in g  lin e s  o f , ‘P a re n ts  h a v e  to  c o p e  w ith  a  s e r ie s  o f p ro b le m s , s o m e  o f 
w h ic h  a re  p ra c t ic a l a n d  s o m e  o f w h ic h  a re  e m o t io n a l ’ (p .1 8 '1 ) , a re  lik e ly  to  
s u g g e s t , to  p a re n ts  a n d p ro fe s s io n a ls , th a t th e  p a re n t in g  e x p e r ie n c e  w ill 
n e c e s s a r i ly  b e  p ro b le m a tic . A n o th e r p o p u la r te x t, p ro m o te d  a s , ‘A  G u id e  fo r  
P ra c tit io n e rs a n d C a re rs ’ , is H o w lin ’s (1 9 9 8 ) , ‘C h ild re n  w ith  A u t is m  a n d  
A s p e rg e r S y n d ro m e  ’ . A g a in , th e  p a re n tin g  e x p e r ie n c e  is  d e s c r ib e d  h e re  in  
m a in ly  n e g a t iv e  te rm s . O n e  e x a m p le  c a n  b e  fo u n d  in  th e  o p e n in g  lin e s  o f th e  
s e c t io n  e n t it le d , ‘T h e  e f fe c ts  o n  fa m il ie s  o f h a v in g  a  c h ild  w ith  a u tis m ’ , w h e re
H o w lin  c la im s  th a t:
T h e re  c a n  b e  lit t le  d o u b t th a t ra is in g  a  c h ild  w ith  a u t is m  
le a d s  to  m a n y  in c re a s e d  p re s s u re s  o n  fa m il ie s . T h e y  te n d  
to  b e  u n d e r g re a te r s tra in  th a n  p a re n ts  o f c h ild re n  w ith  
D o w n ’s  s y n d ro m e  o r  o th e r  fo rm s  o f m e n ta l h a n d ic a p , a n d  
m a y  e x p e r ie n c e  e v e n  h ig h e r le v e ls  o f s tre s s  th a n  th o s e  
c a r in g  fo r a  c h ild  w ith  a  te rm in a l il ln e s s , s u c h  a s  c y s t ic  
f ib ro s is . . .(p .2 7 4 ) .
S ie g e l (1 9 9 6 ) , a n  a u th o r , w id e ly  c o n s u lte d  b y  p a re n ts  a n d  p ro fe s s io n a ls , a ls o  
b e g in s  h e r  d is c u s s io n  o n  th e  im p a c t o f  a u t is m  o n  p a re n ts  w ith  a  w a rn in g :
B e fo re  p a re n ts  o f a n  a u t is t ic  c h ild  w e re  p a re n ts  o f a n  
a u t is t ic  c h ild , th e y  w e re  a  c o u p le . B e fo re  th e y  m e t, th e y  
w e re  in d iv id u a ls  w ith  th e ir  o w n  s e p a ra te  id e n t it ie s . In  th e  
p ro c e s s  o f m e e t in g  th e  e x tra o rd in a ry  d e m a n d s  o f ra is in g  
a n  a u t is t ic  c h ild , it is  v e ry  p o s s ib le  fo r th e  h u s b a n d  a n d
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w ife  to  lo s e  e a c h  o th e r , a n d  fo r e a c h  p a re n t to  b e g in  to  
lo s e  h is  o r  h e r  id e n t ity  s e p a ra te  f ro m  th e  c h ild  (p .1 3 6 ) .
P o p u la r  te x ts  a p p e a r , th e re fo re , to  s u g g e s t  to  p a re n ts  a n d  p ro fe s s io n a ls  th a t  th e  
e x p e r ie n c e  o f p a re n tin g  a  c h ild  w ith  a n  A S D  is  l ik e ly  to  b e  e x tre m e ly  d if f ic u lt a n d  
c h a lle n g in g . H o w e v e r , K re s s  (1 9 8 5 , c ite d , O n g -D e a n , 2 0 0 5 : 1 5 6 ) a rg u e s  th a t,  
‘a n y  o n e  te x t m a y  b e  th e  e x p re s s io n  o r re a liz a t io n  o f a  n u m b e r o f s o m e tim e s  
c o m p e t in g  a n d  c o n tra d ic to ry  d is c o u rs e s ’ . A lth o u g h , th e  fo c u s  h e re  is  o n  th e  
n e g a t iv e  a s p e c ts  o f  a c c o u n ts  o f  th e  p a re n tin g  e x p e r ie n c e , th e s e  fo re -m e n t io n e d  
te x ts  d o  a ls o  re c o g n is e  s o m e  p o s it iv e  a s p e c ts  to  th e  p a re n t in g  e x p e r ie n c e . 
T h e s e  te n d , h o w e v e r , to  b e  le s s  e m p h a s is e d .
A s  s u c h  te x ts  h a v e  b e e n  w r it te n  b y  h ig h ly  re s p e c te d  p ro fe s s io n a ls , w ith  m a n y  
y e a rs  o f w o rk in g  w ith  p a re n ts  o f c h ild re n  w ith  a u t ism , th e n  it w o u ld  s e e m  
p ro b a b le  th a t th e ir  o n ly  in te n t io n  is  to  o f fe r  s u p p o r t  a n d  g u id a n c e  to  p a re n ts  a n d  
p ro fe s s io n a ls . T h is  ra is e s  th e  q u e s t io n , th e re fo re , o f w h y  th e  fo c u s  o n  th e  
p a re n tin g  e x p e r ie n c e , in  re la t io n  to  a u tis m , m ig h t h a v e  b e c o m e  s o  n e g a t iv e . 
O n e  s p e c u la t iv e  re s p o n s e  m ig h t b e  th a t th is  is  a n  ‘u n c o n s c io u s ’ re b u t ta l o f  
K a n n e r ’s  a n d  B e tte lh e im ’s  c la im s  th a t ‘re f r ig e ra to r p a re n ts ’ w e re  re s p o n s ib le  fo r  
th e ir c h ild re n ’s  e m o t io n a l w ith d ra w a l (B e t te lh e im , 1 9 5 6 ; 1 9 6 7 ; E is e n b e rg  a n d  
K a n n e r , 1 9 5 6 ) ; a  th e o ry  w h ic h  p re d o m in a te d  th ro u g h o u t th e  1 9 5 0 s  a n d  6 0 s . 
D a w s o n  (2 0 0 3 : 1 ) a rg u e s  th a t B e t te lh e im  ‘c re a te d  a n  e x tre m e ’ . H is  e x c e p t io n a l 
p o s it io n  in  re la t io n  to  p a re n ts  c a u s e d  a n  e q u a lly  e x tre m e  re a c t io n  in  p a re n ts  
a n d  m a n y  p ro fe s s io n a ls . P a re n ts  w e n t f ro m  b e in g  th e  c a u s e  o f a u t is m  to  b e in g  
s e e n  a s  its  ‘h e ro ic  a n d  tra g ic  v ic t im s ’ (p .1 ) . M u rra y  (2 0 0 0 ) s u g g e s ts  th a t th is  
ty p e  o f p o r t ra y a l o f p a re n tin g  n a tu ra lly  a r is e s  fro m  th e  in d iv id u a l m o d e l’s  
(d is c u s s e d fu lly  la te r in  th is  c h a p te r ) tra g ic  v ie w  o f d is a b il i ty  (s e e a ls o  
L a n d sm a n , 2 0 0 5 ) . W h a t h a s  b e e n  n e g le c te d  in  th e  lite ra tu re  o n  a u tis m , a n d
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w h a t it is  h o p e d  th a t th is  s tu d y  w il l h e lp  to  a d d re s s , is  th e  b a la n c in g  o f th e  
s t re s s e s  o f b e in g  a  p a re n t w ith  th e  p o s it iv e  a s p e c ts  o f th e  e x p e r ie n c e . S ie g e l 
(2 0 0 3 ) , w r it in g  a b o u t p a re n ts  o f c h ild re n  w ith  A S D s , id e n tif ie s  w h a t s h e  te rm s , 
‘th e  c o m p o n e n ts  o f  th e  ta le n ts  o f  th e  b e s t p a re n ts . . . ’ (p .4 4 7 ) . T h e  f ir s t o f  th e s e  
is  th a t, ‘th e s e  p a re n ts  h a v e  g iv e n  th e m s e lv e s  p e rm is s io n  to  re a lly  lo v e  b e in g  
w ith  th e ir  c h ild . ’ (p .4 4 7 ) . T h is  w o u ld  s u g g e s t a  n e e d  fo r  m o re  p o s it iv e  a c c o u n ts  
o f th e  p a re n t in g  e x p e r ie n c e , w ith in  th e  lite ra tu re , to  c o u n te r th e  in d iv id u a l 
m o d e l’s  n e g a t iv e  im a g e  o f d is a b il i ty  a n d  to  ‘s u p p o r t ’ p a re n ts  w ith  ‘a llo w in g ’ 
th e m s e lv e s  th is  e n jo ym e n t o f th e ir  c h ild . In  th e  h is to ry  o f a u tis m , h o w e v e r , it is  
th e  s e a rc h  fo r a  c u re  w h ic h  h a s  d o m in a te d  th e  lite ra ry  la n d s c a p e . T h is  h a s  
b e e n  m o s t p o w e r fu lly  e x p re s s e d  w ith in  th e  im a g e  o f  th e  ‘e m p ty  fo r t re s s ’ (W a ltz ,  
2 0 0 5 ) .
S to rm ing  the fo rtress
T h e  im a g e  o f a u t is m , a s  s o m e th in g  th a t in s id io u s ly  s u r ro u n d s  a  c h ild , fo rm s  a  
b a rr ie r ,  b e tw e e n  h im /h e r a n d  th e  p a re n t a n d  w h ic h  n e e d s  to  b e  v a n q u is h e d  in  
o rd e r  to  re s c u e  th e  c h ild , is  s t ro n g ly  ro o te d  in  th e  h is to ry  o f a u tis m . O n e  o f th e  
e a r lie s t a n d  m o s t in f lu e n t ia l b o o k s  a b o u t a u tis m , f irs t p u b lis h e d  in  1 9 6 7 , w a s  
w r it te n  b y  C la ra  C la ib o rn e  P a rk  (1 9 8 3 ) , a  p a re n t. I t c h ro n ic le s  th e  f ir s t e ig h t 
y e a rs  o f h e r d a u g h te r ’s  life  a n d  is  e n tit le d , ‘T h e  S ie g e ’ . I t is  d e s c r ib e d  o n  th e
c o v e r a s :
. . .a  m o th e r ’s  o w n a c c o u n t o f h e r p a t ie n t, lo v in g  a n d  
u lt im a te ly  s u c c e s s fu l a t te m p ts  to  p e n e tra te  th e  fo r t re s s  o f 
h e r  a b n o rm a lly  w ith d ra w n  d a u g h te r ’s  ‘w il le d  is o la t io n .
C la ib o rn e  P a rk  h e rs e lf w r ite s , in  re la t io n  to  h e r d a u g h te r , th a t, ‘W e  w o u ld  u s e  
e v e ry  s tra ta g em  w e  c o u ld  in v e n t to  a s s a il h e r  fo r t re s s . . . ’ (p .1 2 ) . T h e  im a g e  o f
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th e  u n a s s a ila b le  fo r tre s s  w a s  v e ry  s t ro n g  in  th e  l i te ra tu re  a t th a t t im e . P a rk s  w a s  
re s p o n d in g  to  B e tt le h e im ’s  (1 9 6 7 ) u s e  o f th is  im a g e  in  a  p u b lic a t io n  p ro d u c e d  
th a t s a m e  y e a r  (W a ltz , 2 0 0 5 ), ‘T h e  E m p ty  F o r tre s s ’ , a  h ig h ly  in f lu e n t ia l, if n o w  
d is c re d ite d , a c c o u n t o f a u t is m  (J o rd a n , 1 9 9 9 ; O n g -D e a n , 2 0 0 5 ; W a ltz , 2 0 0 5 ) . 
T h e  v ie w  o f a u tis m  e s p o u s e d  in  th is  te x t , a n d  w h ic h  w a s  p re v a le n t th ro u g h o u t  
th e  1 9 5 0 s  a n d  6 0 s , w a s  th a t a u tis m  w a s  a n  e m o t io n a l re s p o n s e  to  a  h o s t i le  
w o r ld ; th e  c h ild  b u ilt u p  d e fe n c e s  a s  a  re a c t io n  to  th e  s ty le  o f p a re n t in g . W in g  
(1 9 7 6 ) s ta te s  th a t th e o r ie s  w e re  p u t fo rw a rd  th a t th e  c h ild  w ith  a u t is m  w a s  a , 
‘v u ln e ra b le  c h ild  in  a n  a b n o rm a l e n v iro n m e n t ’ (p .7 9 ) , o r  th a t, ‘a b n o rm a lit ie s  in  
th e  c h ild re n  (w e re ) e x a c e rb a te d  b y  p a re n ta l p a th o lo g y ’ (p .7 8 ) . T h e  ro le  o f 
p ro fe s s io n a ls  w a s , th e re fo re , to  ta k e  d o w n  th e s e  d e fe n c e s  to  re v e a l th e  c h ild  
in s id e . W a te rh o u s e  (2 0 0 0 )  e c h o e s  th is  im a g e ry  b y  s ta t in g :
. .  .w h ils t w e  m a y  s e e  it (a u t is m ) a s  a  fo r tre s s  w h ic h  lo c k s  
u s  o u t , th o s e  w h o  a re  im p r is o n e d  m a y  h a v e  b e c o m e  s o  
a c c u s to m e d  to  th e  w a lls  th a t th e y  ig n o re  th e m , s e e in g  o n ly  
th e  s a n c tu a ry , (p .3 0 5 )
W a te rh o u s e  n o te s  h o w e v e r  th a t, G u n illa  G e r la n d , a  p e rs o n  w ith  a u t is m , re a c te d  
s t ro n g ly  a g a in s t th is  im a g e o f p e o p le  w ith  A S D s . G e r la n d , a c c o rd in g  to  
W a te rh o u s e , o b je c te d  to  th e  im a g e  o f p e o p le  w ith  A S D s  a s  b e in g  in  n e e d  o f 
re s c u in g . G e r la n d  a rg u e d  in s te a d  th a t p e o p le  w ith  a u t is m  c a n  b e  c o m fo r ta b le  
w ith  th e  w a y  th e y  a re  a n d  to  a t tr ib u te  th is  to  re tre a tin g  b e h in d  w a lls  is  to  
u n d e rm in e  th e ir  r ig h t  to  c h o o s e  a  w a y  o f b e in g . T h is  s t i l l le a v e s  p a re n ts  a n d  th e  
e a r ly  in te rv e n t io n is t w ith  th e  p ro b le m  o f  w h e n  a n d  to  w h a t e x te n t to  in te rv e n e  in  
th e  d e v e lo p m e n t o f a  c h ild . I f  a  p a re n t is  to  a c c e p t th a t h e r /h is  c h ild  h a s  a u t is m  
a n d  th a t th is  is  a n  in h e re n t p a r t o f w h o  h e /s h e  is , th e n  to  w h a t e x te n t s h o u ld  
s h e /h e  c o m p e l th e  c h ild  to  ‘f i t ’ w ith in  a  ‘n e u ro - ty p ic a l’ n o rm ?  T h e  s o c ia l m o d e l,  
in  its  a d a m a n t re b u t ta l o f im p a irm e n t a s  a  s o u rc e  o f d is a b il i ty  (G o o d le y , 2 0 0 1 ;
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S h a k e s p e a re  a n d  W a ts o n , 2 0 0 1 ; T h o m a s , 2 0 0 4 ) a p p e a rs  to  d e n y  a  s o lu t io n  to  
w h a t , fo r  d is a b le d  p e o p le , p a re n ts  a n d  p ro fe s s io n a ls , is  a  v e ry  re a l d ile m m a .
Parents’ voices
T h e  p ro fe s s io n a l g u id a n c e  lite ra tu re  re f le c ts  th e  ‘p e s s im is t ic ’ f in d in g s  o f  m u c h  o f 
th e  re s e a rc h  o n  th e  e x p e r ie n c e s  o f p a re n ts  o f d is a b le d  c h ild re n  (M u r ra y , 2 0 0 0 ; 
K e a rn e y  a n d  G r iff in , 2 0 0 1 ) . M a n y  o f  th e  ‘a u t is m  s p e c if ic ’ p ro je c ts  b e g in  w ith  a n  
a d v e rs e  h y p o th e s is , e .g . e x p lo r in g  p a re n ta l s tre s s  le v e ls  (D u n n  e t a l. , 2 0 0 1 ; 
H a s t in g s  a n d  J o h n s o n , 2 0 0 1 ; E s d a ile  a n d  G re e n w o o d , 2 0 0 3 ; H a s t in g s , 2 0 0 3 ; 
W o o d  R iv e rs  a n d  S to n e m a n , 2 0 0 3 ) . O n e  p a r t ic u la r ly  in f lu e n t ia l s tu d y , w h ic h  
w a s  p u b lis h e d  in  b o o k  fo rm , w a s  th a t o f R a n d a ll a n d  P a rk e r (1 9 9 9 ) . T h is  w a s  a  
s u rv e y  o f p a re n ta l e x p e r ie n c e  a m o n g s t fa m il ie s  u s in g  a  F am ily  S u p p o r t a n d  
A s s e s sm e n t U n it. A lth o u g h  th e  re s e a rc h e rs  d e s c r ib e  th e ir  s tu d y  a s , ‘b ro a d  a n d  
e x p lo ra to ry ’ (p .2 0 ) , th e y d o n o t s ta te h o w  m a n y p a re n ts w e re a c tu a lly  
in te rv ie w e d , u s in g  th e  ‘in te rv ie w  q u e s tio n n a ire ’ th e y  h a d  d e v is e d . F ro m  th e s e  
in te rv ie w s , th e  a u th o rs  id e n t ify  a  ra n g e  o f  p a re n t in g  e x p e r ie n c e s . T h e s e  a ll h a v e  
a  n e g a t iv e  fo c u s , w ith  n o m e n t io n  m a d e o f th e  p o s it iv e  e x p e r ie n c e s o f 
p a re n t in g . H o w e v e r , th e  n e g a t iv e  f in d in g s  m a y  w e ll b e  th e  re s u lt o f th e  s u rv e y  
q u e s t io n n a ire  b e in g  d e s ig n e d  a ro u n d  n e g a t iv e  a s p e c ts  o f p a re n t in g , w ith  n o  
e n c o u ra g e m e n t fo r  p a re n ts  to  d is c u s s  th e ir  p o s it iv e  e x p e r ie n c e s . F o r e x a m p le , 
o n e  q u e s t io n  a s k s , ‘H a v e  y o u  a n y  c o m m e n ts  to  m a k e  a b o u t  th e  t im e  b e fo re  y o u  
re c e iv e d  th e  d ia g n o s is  a n d  th e  d if f ic u lt ie s  y o u  e x p e r ie n c e d ? ’ (p .3 7 ) . P a re n ts  
w e re  a ls o  a s k e d  to  fo c u s  o n , ‘W h a t m is ta k e s  d o  y o u  fe e l y o u  h a v e  m a d e ? ’ 
(p .6 3 ) , w ith o u t a n y  b a la n c in g  re q u e s t to  c o n s id e r in  w h a t w a y s  th e y  th o u g h t 
th e y  h a d  b e e n  s u c c e s s fu l, a s  p a re n ts . U n s u rp r is in g ly , th e re fo re , th e  re s p o n s e s
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to  th e  d ia g n o s is  a n d  th e  e x p e r ie n c e  o f p a re n t in g  a re  n e g a t iv e  o n e s ; n o t in v a lid  
re s p o n s e s  b u t o n ly  p a r t  o f  th e  p ic tu re  o f  p a re n t in g .
R a n d a ll a n d  P a rk e r (1 9 9 9 )  fo u n d  th a t re a c tio n s  to  d ia g n o s is  w e re  id e n t if ie d  a s , 
a n g e r , a n x ie ty , d e p re s s io n , c o n fu s io n , d e n ia l, g r ie f , h e lp le s s n e s s , g u ilt , s e lf -p ity ,  
te r ro r a n d s o r ro w . L a c k  o f a v is ib le  im p a irm e n t, in  th e  e a r ly  m o n th s  o f 
d e v e lo pm e n t, m e a n s  th a t p a re n ts  o n ly  b e c om e  c o n c e rn e d  a b o u t th e ir  c h ild  o v e r  
t im e . P a re n ts  d e s c r ib e  th is  a s , ‘ I t ju s t c re e p s  u p  o n  y o u ’ (R a n d a l, a n d  P a rk e r ,  
1 9 9 9 :1 0 6 ) , a  s e n s e  o f  u n e a s e  g iv in g  w a y  to  a la rm  a n d  p e rh a p s  d e s p e ra t io n . A s  
p a re n ts  b e g in  to  re a lis e  th e y  h a v e  a  d is a b le d  c h ild , it  fe e ls  a s  th o u g h  th e ir  c h ild  
h a s  ‘d ie d ’ a n d  th a t th e y  n o w  h a v e  a  d if fe re n t o n e  to  c a re  fo r . T h e y  e x p e r ie n c e  
u n e a s e  a n d  fe a r a b o u t th e  fu tu re . L a c k  o f re c ip ro c ity  to  p a re n ta l a t te m p ts  to  
e n g a g e  th e ir  c h ild  in  b a b y  p la y  fe e ls  lik e  a  re je c t io n  b y  th e  c h ild . O n e  m o th e r
re c a lls :
I w o u ld  s ta n d  g r in n in g  a t h e r , lik e  s o m e  b ig  C h e s h ire  
c a t , ju s t p ra y in g  s h e  w o u ld  sm ile  b a c k  a t m e . S h e  n e v e r  
d id . O n e  d a y  I fo u n d  m y  h u s b a n d  d o in g  th e  s a m e - h e  
w a s  sm il in g  a t h e r , te a rs  ro ll in g  d o w n  h is  fa c e , b e g g in g  
h e r  to  sm ile  b a c k  (R a n d a ll a n d  P a rk e r , 1 9 9 9 :1 0 7 )
w h ic h  le a d s  to  fe e lin g s  o f fa i lu re  a s  a  p a re n t. A lth o u g h  p a re n ts  m a y  fe e l fe a r  
a n d  a la rm  th a t th e ir  c h ild  d is p la y s  in e x p lic a b le  b e h a v io u r , th e s e  c o n c e rn s  a re  
o f te n  d ism is s e d  b y  o th e r fa m ily  m em b e rs  a n d  fa m ily  d o c to rs . G e tt in g  s u p p o r t  
a n d  h o n e s t in fo rm a t io n  fro m  p ro fe s s io n a ls  is  e x p e r ie n c e d  a s  fru s tra t in g  a n d  
d if f ic u lt . P a re n ts  fe e l m is u n d e rs to o d  b y  o th e rs  o u ts id e  o f th e  fa m ily , ‘P e o p le  
k e e p  lo o k in g  a t u s . T h e y  th in k  w e  m a d e  h e r th e  w a y  s h e  is . ’ (R a n d a l, a n d  
P a rk e r , 1 9 9 9 : 1 1 1 ) . A s  a  re s u lt , in s te a d  o f d ra w in g  a t te n t io n  to  th e ir c h ild  b y  
‘s h o w in g  o f f h is /h e r  a c h ie v e m e n ts , a s  p a re n ts  o f te n  d o , p a re n ts  o f  c h ild re n  w ith
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a u t is m  c a n  b e c om e  d e s p e ra te  th a t n o  o n e  w il l n o tic e  h o w  ‘o d d ’ th e ir  c h ild  is  
(R a n d a ll a n d  P a rk e r , 1 9 9 9 ) .
W h ile  a ls o  id e n t ify in g  s o m e  o f  th e s e  s a m e  e x p e r ie n c e s , R a c h e l T a m s ’ s tu d y  o f  
tw e lv e  p a re n ts  o f te n  c h ild re n  in  2 0 0 1 , a p p e a rs  to  ta k e  a  m o re  b a la n c e d  
p e rs p e c t iv e . In  th e  in te rv ie w s  th a t s h e  c o n d u c te d , p a re n ts  a g a in  d e m o n s tra te d  
a  ra n g e  o f re a c t io n s  to  th e  e x p e r ie n c e  o f p a re n tin g  a  c h ild  w ith  a u t is m . S om e  
p a re n ts s a w  a u t is m  a s a n ‘e m o t io n a l d is o rd e r ’ w ith th e p o te n tia l fo r  
b re a k th ro u g h , w h ile  o th e rs  u s e d  to  fe e l th is  b u t th e n  c a m e  to  v ie w  a u tis m  a s  
‘p e rv a s iv e  a n d  e n d u r in g ’; p a re n ta l a t t i tu d e s  c h a n g e d  o v e r t im e . S o m e  p a re n ts  
f ig h t a g a in s t a u t is m  w h ile  s o m e  a c c e p t ; f ig h tin g  m e a n s  th e y  a re  m o re  lik e ly  to  
w o rk  to  c h a n g e  th e ir  c h ild ’s  b e h a v io u r , to  n o rm a lis e ; a c c e p tin g  m e a n s  th e y  a re  
m o re  lik e ly  to  m a k e  a llo w a n c e s  fo r b e h a v io u r , to  ‘le t h im  b e  a u t is t ic ’ . T a m s  
id e n tif ie s  s e v e ra l k e y th e m e s th a t em e rg e d fo r p a re n ts . If c h ild re n  a re  
d em o n s tra t in g  d is ru p t iv e  b e h a v io u r  w ith in  th e  c o m m u n ity , th e  n o rm a lity  o f  th e ir  
a p p e a ra n c e  m e a n s  th a t o th e rs  d o  n o t m a k e  a llo w a n c e s  fo r  th e  c h ild  h a v in g  a n  
‘im p a irm e n t’ ; p a re n ts  fe e l la b e lle d  a s  ‘b a d ’ o r ‘in c o m p e te n t ’ p a re n ts  (T a m s , 
2 0 0 1 ) . T h o s e , o u ts id e  o f th e  h o m e , w h o  d id  k n o w  th a t th e  c h ild  h a d  a u tis m
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w o u ld  o f te n  b e  in s e n s it iv e  o r o n ly  p a r t ly  in fo rm e d ; b e in g  a s k e d  w h a t s p e c ia l 
ta le n ts  th e ir  c h ild  h a d  w a s  o n e  il lu s tra t io n  g iv e n  b y  p a re n ts  o f a  q u e s t io n  th a t  
f ru s tra te d  th em  (T am s , 2 0 0 1 ) . T h e  la c k  o f s o c ia l a w a re n e s s  a n d  o f te n  im p a ire d  
c o m m u n ic a t io n  s k il ls  in  th e ir  c h ild re n , ra is e s , fo r  p a re n ts , is s u e s  o f  v u ln e ra b il i ty ,  
c o n c e rn  th a t th e y  m ig h t n o t k n o w  if o th e rs  w e re  h a rm in g  th e ir c h ild  (T am s , 
2 0 0 1 ) . B e h a v io u ra l d if f ic u lt ie s  o f te n  p re s e n t p a re n ts  w ith  c h a lle n g e s ; la c k  o f 
d a n g e r  is  s e e n  a s  a  p a r t ic u la r ly  s ig n if ic a n t w o r ry . M o s t p a re n ts  fe lt th e y  d id  n o t 
m a n a g e  d if f ic u lt  b e h a v io u r  w e ll. M a n y  d if fe re n t s tra te g ie s  w e re  tr ie d  to  c h a n g e
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b e h a v io u r  w h ile  tw o  p a re n ts  p re fe r re d  to  a llo w  th e  b e h a v io u r (a n d  fe lt  f in e  a b o u t 
th is ) , a s  th e y  fe lt it  w a s  im p o rta n t to  le t th e ir  s o n  ‘b e  a u tis t ic ’ (T a m s , 2 0 0 1 ) .
D e a lin g s  w ith  p ro fe s s io n a ls  w e re  o f te n  d e s c r ib e d  in  te rm s  o f c o n fl ic t  a s  p a re n ts  
‘b a t t le d ’ fo r  d ia g n o s is  a n d  fo r  s e rv ic e s  (T am s , 2 0 0 1 ) . A u t is m  w a s  e x p e r ie n c e d  
a s a d if f ic u lt a n d d em a n d in g  c o n d it io n  to  liv e  w ith , m o re  c om p le x  th a n  
‘re ta rd a tio n ’ a n d s om e th in g w h ic h  im p o s e d re s tr ic t io n s o n p a re n ts ’ liv e s . 
P a re n ts  fe lt th e ir c h ild re n  w e re  m o re  c a p a b le  th a n  th e y  w e re  p re p a re d  to  
d e m o n s tra te . S om e  v ie w e d  a u t is m  a s  o u ts id e  o f th e ir c h ild , s o m e th in g  th a t 
‘ta k e s  h e r a w a y ’ b u t p a re n ts  o f o ld e r  c h ild re n  h a d  c o m e  to  th e  v ie w  th a t th e re  
w o u ld  n o t b e  a  ‘m a g ic  k e y ’ to  re c o v e r th e ir  c h ild  (T a m s , 2 0 0 1 ) . M o s t p a re n ts  
th o u g h t th e ir c h ild  w a s f in e  a n d  th e n re g re s s e d  a t 1 8 m o n th s . P a re n ts  
d is t in g u is h e d  b e tw e e n  e a r ly  o n s e t a n d  la te -o n s e t a n d  th e re  w a s  c o n fu s io n  o v e r  
p o s s ib le  c a u s e  (T am s , 2 0 0 1 ) . In  T a m s ’ s tu d y , p a re n ts  a ls o  re p o r te d  th a t th e y  
h a d b e c o m e in v o lv e d in s u p p o r t g ro u p s . T h e y a c t iv e ly s e a rc h e d fo r  
a n s w e rs /c u re s , a t te n d e d  c o n fe re n c e s , re a d  th e  la te s t re s e a rc h  a n d  b e c a m e  
‘e x p e r ts ’ in  th e  f ie ld  o f a u t is m , a lth o u g h  s o m e  p a re n ts  b e c a m e  le s s  a c t iv e ly
in v o lv e d  w ith  a u t is m  o v e r  t im e .
In te re s t in g ly , a lth o u g h  th e s e  p a re n ts  h ig h lig h t m a n y  o f  th e  ‘t ra d it io n a l ’ c o n c e rn s  
p a re n ts  h a v e  h a d  a b o u t th e ir  c h ild re n  w ith  a u t is m  T am s  (2 0 0 1 ) a ls o  id e n t if ie s  
s o m e  d is c re p a n c ie s  b e tw e e n  th e  e x p e r ie n c e s o f th e s e  p a re n ts  a n d  o th e r  
e s ta b lis h e d lite ra tu re . T h e s e p a re n ts p e rc e iv e d th e ir c h ild re n a s m o re  
a f fe c t io n a te  a n d  le s s  w ith d ra w n  th a n  ty p ic a lly  p o r tra y e d ; a ll p a re n ts  v ie w e d  th e ir  
c h ild  a s  d if fe re n t f ro m  th e  ty p ic a l c h ild  w ith  a u t is m , e .g . m o re  lo v in g . T a m s  
c o n c lu d e s  th a t th e re  is  a  v a r ie ty  o f  p a re n ta l e x p e r ie n c e  a n d  a  ra n g e  o f  a t t i tu d e s  
to w a rd s  a u t ism . S h e  s u g g e s ts  th a t p ro fe s s io n a ls  s h o u ld  re s p o n d  to  th is  b y
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d e te rm in in g  p a re n ts ’ p e rs o n a l b e lie f s y s te m s  b e fo re  s u g g e s t in g  s tra te g ie s  fo r  
c h a n g e . O n e  is s u e  th a t p ro v o k e s  a  ra n g e  o f p a re n ta l re a c t io n s  is  th e  q u e s t io n  
o f la b e ll in g . T ra d it io n a lly  p a re n ts  o f c h ild re n  w ith  A S D s  h a v e  h a d  to  f ig h t fo r  a  
d ia g n o s is  (H o w lin , 1 9 9 8 ) . S in c e  K a n n e r f ir s t id e n tif ie d  th e  s y n d rom e  in  th e  
1 9 4 0 s  th e re  h a s  b e e n  m u c h  d e b a te  a ro u n d  th e  p a ra m e te rs  o f  th e  s y n d ro m e . A s  
a u t is m  c a n  o n ly  b e  re c o g n is e d  th ro u g h  b e h a v io u r , it  is  o f te n  le f t  to  th e  o p in io n  o f  
a n  in d iv id u a l p s y c h ia tr is t o r  p a e d ia tr ic ia n  to  a s s ig n  th e  la b e l, a s  it is  th e  ‘m e d ic s ’ 
w h o  re m a in  th e  ‘g a te k e e p e rs ’ o f  d ia g n o s is  (W in g , 1 9 9 6 ; S ie g e l, 2 0 0 3 ) .
T ra d it io n a l d is c u s s io n  a ro u n d  th e  e x p e r ie n c e s  o f p a re n ts  o f c h ild re n  w ith  A S D s  
h a s  fo c u s e d , th e re fo re , o n  th e  s tre s s e s  a n d  d is a d v a n ta g e s  th a t m a y  a r is e . 
O th e r a s p e c ts o f th e e x p e r ie n c e , s u c h a s p a re n ts e n jo y in g m e a n in g fu l 
re la t io n s h ip s  w ith  th e ir  c h ild re n  h a v e , to  a  la rg e  e x te n t , b e e n  o v e r lo o k e d  w ith in  
a u t is m  fo c u s e d  lite ra tu re . T h e n e x t s e c t io n c o n s id e rs th e e x p e r ie n c e o f 
p a re n tin g  a s  re v e a le d  w ith in  a  w id e r , ‘g e n e r ic  d is a b il ity ’ c o n te x t .
Section Two: Challenging Traditional Claims
T h is  s e c t io n  id e n tif ie s  th e m e s  w ith in  th e  lite ra tu re  o f g e n e r ic  d is a b il ity  re s e a rc h  
th a t I c a m e  to  w h ile  g a th e r in g  th e  d a ta  fo r  th is  s tu d y . I tu rn e d  to  th e s e  w h e n  
m a n y  o f th e  e x p e r ie n c e s  o f th e  p a r t ic ip a n ts , in  m y  s tu d y , d id  n o t a p p e a r  to  b e  
re f le c te d  in  a u t is m  s p e c if ic  re s e a rc h  a c c o u n ts . W ith in  g e n e r ic  d is a b il ity  re s e a rc h  
I d is c o v e re d  a  n e w  s e r ie s  o f d e b a te s  th a t I h a d  n o t p re v io u s ly  e n c o u n te re d .  
N a m e ly , th e s e  w e re  la b e ll in g , s t ig m a , p o w e r re la t io n s h ip s , a n d  m o d e ls  fo r  
u n d e rs ta n d in g  h o w  d is a b il i ty  m ig h t b e  c o n s tru c te d .
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The labelling debate
G illm a n  e t a l. (2 0 0 0 ) , in  th e ir  s tu d y  o f th e  im p a c t o f d ia g n o s is , q u e s t io n  th e  
v a lu e  o f  a  la b e l. W h ils t  th e y  re c o g n is e  th a t it  c a n  ‘o p e n  th e  d o o r ’ to  s e rv ic e s  a n d  
e n a b le  a c c e s s  to  re s o u rc e s , th e y  a ls o  w a rn  th a t d ia g n o s is  c a n  le a d  to  a  
w o rs e n in g  o f  c ir c u m s ta n c e  fo r  th e  in d iv id u a l s o  id e n t if ie d . T h e y  re c o rd  a  n u m b e r  
o f p o te n tia l ly  n e g a t iv e  c o n s e q u e n c e s . O n e  o f th e s e  w a s  th a t p ro fe s s io n a ls  
a c te d  a s  th o u g h  h a v in g  a  la b e l ju s t if ie d  in tru s iv e  tre a tm e n t. A n o th e r w a s  th a t 
p a re n ts , c a re rs  a n d  p ro fe s s io n a ls , w h o  h a d  b e e n  w o rk in g  w e ll w ith  p e o p le  p r io r  
to  d ia g n o s is , th e n  fe lt d is e m p o w e re d  fro m  e n g a g in g  w ith  th e m , w ith o u t ‘e x p e r t ’ 
k n o w le d g e  o f th e  ‘s y n d ro m e ’ . A  th ird  e f fe c t , c la im e d  b y  G il lm a n  e t a l. (2 0 0 0 ) , 
w a s  th a t la b e ls  lo w e re d  th e  e x p e c ta t io n s  o f  o th e rs , le a d in g  to  a  d is re g a rd  o f  th e  
in d iv id u a l w ith  a  le a rn in g  d if f ic u lty  a s  th o u g h  h e /s h e  c o u ld  h a v e  n o  d ire c t in p u t 
in to  h is /h e r  o w n  p ro v is io n .
T h is  re d u c t io n  in  e x p e c ta t io n s  is  te rm e d , b y  G o o d le y  (2 0 0 1 ) , a s  ‘re la t io n a l
c o n s tru c t io n ’ , w h e re  b e h a v io u r is  in te rp re te d  in  re la t io n  to  d ia g n o s t ic  la b e ls  a n d
s o m e  la b e ls , s u c h  a s  ‘le a rn in g  d if f ic u lt ie s ’ , fo r e x a m p le , c a r ry  w ith  th em  lo w e r
e x p e c ta t io n s  th a n  o th e rs  (G o o d le y , 2 0 0 1 ) . G il lm a n  e t a l (2 0 0 0 ) , a ls o  a rg u e  th a t
th e  d ia g n o s t ic  p ro c e s s  re s u lts  in  th e  m e d ic a l m y s t if ic a t io n  o f a s p e c ts  o f h u m a n
d e v e lo p m e n t, le a d in g  to , ‘th e  m a rg in a lis a tio n , d is q u a lif ic a t io n  a n d  re je c t io n  o f
k n o w le d g e  a n d  e x p e r t is e  o f in d iv id u a ls  a n d  th e ir fa m ily  c a re rs ’ (p .3 9 6 ) , a s
p e o p le ’s  o w n  re f le c t io n s  o n  h o w  th e y  e x p e r ie n c e  th e  w o r ld , o r  th e  in s ig h ts  o f
th e ir  c a re rs , a re  d ism is s e d  a s  ‘n o n  e x p e r t '.  P ro fe s s io n a ls  c o n d u c t th e  d ia g n o s t ic
p ro c e d u re  a s  th o u g h  it is  th e  p ro c e s s  b y  w h ic h  tru th  a n d  e n lig h te n m e n t a re
re v e a le d , in s te a d  o f it b e in g  m e re ly  a  s o c ia l c o n s tru c t th ro u g h  w h ic h  th e
m a jo r ity  c a te g o r is e  a n d  e x c lu d e  c e r ta in  s e c t io n s  o f s o c ie ty . W h ite  (1 9 9 7 , c ite d
G il lm a n  e t a l. , 2 0 0 0 ) d ism is s e s  a n y  d ia g n o s is  m a d e  b y  ‘o u ts id e rs ’ a s  lit t le  m o re  
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th a n  ‘th in  d e s c r ip t io n ’ . ‘O u ts id e rs ’ a re  d e f in e d  a s  th o s e  w h o  o b s e rv e  th e  liv e s  o f  
o th e r p e o p le  w ith o u t ta k in g  in to  a c c o u n t th e  v ie w s  o f th o s e  m o s t q u a lif ie d  to  
s p e a k , i.e . th o s e  w h o  a re  l iv in g  th e  e x p e r ie n c e  a n d  th e ir  fa m ily  m em b e rs /c a re rs . 
D ism is s a l o f th e  in s ig h ts  o f th o s e  m o s t a f fe c te d  b y  th e  d ia g n o s is  a ls o  a llo w s  
p ro fe s s io n a ls  to  lo c a te  th e  p ro b lem  a n d  th e  s o lu t io n  w ith in  th o s e  in d iv id u a ls , 
‘th e re b y  ig n o r in g  s tru c tu ra l o p p re s s io n  a n d  d is c r im in a t io n , s u c h  a s  p o v e r ty , a n d  
p h y s ic a l a n d  a t t i tu d in a l b a rr ie rs ’ (p .3 9 0 ) .
G il lm a n  e t a l. (2 0 0 0 ) a rg u e  th a t p e o p le  s e e k  o u t la b e ls , fo r  th e m s e lv e s  o r  th e ir  
d e p e n d e n ts , fo r  a  n u m b e r  o f  re a s o n s . T h e s e  c a n  b e  s u m m a r is e d  a s :
1 . A  m e a n s o f e x p la in in g s ym p to m s o f ‘il ln e s s ’ o r  
‘a b n o rm a l’ d e v e lo p m e n t in  o rd e r  to  re lie v e  ‘th e  s tre s s  o r  
a m b ig u ity  o f  th e  u n k n o w n ’ (p .3 9 4 ) .
2 . M e d ic a l e x p la n a t io n s  a re  w h a t s e e m  a p p ro p r ia te  in
o rd e r  to  u n d e rs ta n d  w h a t is  s e e n  a s  a n  il ln e s s . T h is  w a s
e s p e c ia lly s o u g h t a fte r b y th o s e w h o s e s o n o r  
d a u g h te r ’s le a rn in g d if f ic u lty w a s n o t im m e d ia te ly  
a p p a re n t .
3 . A  la b e l c a n  b e  a n  e x p la n a to ry  d e v ic e  th a t c a n  b e  u s e fu l 
to  fa m ily  c a re rs  in  th e ir  d e a lin g s  w ith  th e  g e n e ra l p u b lic ; 
a n  o f f ic ia l d ia g n o s is  c a n  b e  a  p o w e rfu l c o n v in c e r th a t  
re lie v e s  p a re n ts  o f g iv in g  fu r th e r e x p la n a tio n  fo r th e ir
c h ild ’s  b e h a v io u r  to  o th e rs .
4 . S o m e  la b e ls  a re  fe lt  to  b e  m o re  s t ig m a t is in g  th a n  o th e rs , 
th e re b y  le a d in g  to  a  s e a rc h  fo r  a  m o re  fa v o u ra b le  la b e l.
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A d d it io n a l re a s o n s  m ig h t a ls o  b e  th a t s o m e  p e o p le  b e lie v e  th a t a  la b e l w il l 
e n a b le  a c c e s s  to  s p e c ia lis t s u p p o r t a n d  u n d e rs ta n d in g  a n d  e n h a n c e d  f in a n c ia l 
re s o u rc e s  (K e lly , S . , 2 0 0 5 ) . A v d i e t a l. (2 0 0 0 ) fo u n d  th e s e  p o s it io n s  s u p p o r te d  
w ith in  th e ir  o w n  s tu d y , in v o lv in g  th re e  s e ts  o f p a re n ts  o f c h ild re n  w ith  a u t ism , 
w ith  th e  a d d it io n  th a t th e ir  g ro u p  o f p a re n ts  a ls o  s o u g h t d ia g n o s is  a s  ‘o f f ic ia l 
a c k n o w le d g em e n t o f th e ‘re a lity ’ o f th e p ro b le m ’ (p .2 4 8 ) , e v id e n c e to  
d em o n s tra te  th a t th e ir  c o n c e rn s  w e re  le g it im a te . L a b e ls  a re  n o t ju s t a p p lie d  to  
d is a b le d  c h ild re n  h o w e v e r . I t is  a rg u e d  th a t th ro u g h  ‘c o u r te s y  s t ig m a ’ (G o ffm a n , 
1 9 6 3 ; G re e n , 2 0 0 3 ) fa m il ie s  c a n  a ls o  b e c o m e  th o u g h t o f a s  ‘d is a b le d  fa m il ie s ’ , 
d is em p ow e re d  th ro u g h  a s s o c ia t io n .
Courtesy stigma
A s a  c o n c e p t c o u r te s y  s t ig m a  w a s  f irs t a c k n o w le d g e d  b y  E rv in g  G o ffm a n  
(1 9 6 3 ) w h o  re c o g n is e d  th a t n o t o n ly  d o e s  th e  p e rs o n , w h o  is  la b e lle d  a s  
d if fe re n t in  s o m e  w a y , h a v e  a  s p o ile d  id e n t ity  a n d  is  s t ig m a t is e d  (K e a rn e y  a n d  
G r if f in , 2 0 0 1 ) , b u t a ls o  th o s e  w ith  w h om  s h e  o r h e  a s s o c ia te s . T h is  c a n  th e n  
le a d  to  s o c ia l is o la t io n  a n d  e m o t io n a l d is tre s s  (R u s s e ll, F . , 2 0 0 3 ) . G re e n  (2 0 0 3 )  
n a m e s  th is  p ro c e s s , ‘M o d if ie d  la b e ll in g  th e o ry ’ , w h e re  n o t o n ly  th e  c h ild  
re c e iv e s  a  la b e l b u t a ls o  p a re n ts  b e c o m e  k n o w n  p r im a r ily  fo r  b e in g  th e  m o th e r  
o r  fa th e r  o f  th e  d is a b le d  c h ild  (s e e  a ls o  G ra y , 2 0 0 2 ). W a ltz  (2 0 0 5 ) id e n tif ie s  th a t 
th is  c o p in g  w ith  th e ir  o w n  ‘s p o ile d  s o c ia l id e n t ity ’ , th e  ‘s t ig m a t is a t io n  o f  p a re n ta l 
id e n t it ie s ’ (p .8 ) b e c o m e s , in  fa c t , th e  c e n tra l fo c u s  fo r  m a n y  p a re n ta l n a r ra t iv e s  
o n  ra is in g  a  c h ild  w ith  a u t is m .
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Experienc ing s tigm a
In  c o n s id e r in g  th e  im p a c t o f s t ig m a , G ra y  (2 0 0 2 ) d is t in g u is h e s  b e tw e e n  ‘fe lt ’ 
a n d  ‘e n a c te d ’ s t ig m a . F e lt s t ig m a  o c c u rs  w h e n  p a re n ts  p e rc e iv e  o th e rs  a s  
s t ig m a t is in g  th e m  in s om e w a y w h e re a s e n a c te d s t ig m a is w h e n th e  
s t ig m a tis a t io n  is  d e m o n s tra te d  th ro u g h  s o m e  p a r t ic u la r a c t , s u c h  a s  o v e rt ly  
h o s t i le  c o m m e n ts  o r  a v o id a n c e  (G ra y , 2 0 0 2 ) . G ra y  a s s e r ts  th a t p a re n ts  a c tu a lly  
f in d  it  v e ry  d if f ic u lt to  d is t in g u is h  b e tw e e n  th e s e  tw o  fo rm s  o f  s t ig m a  w h e n  a s k e d  
to  re c a ll e v e n ts . F e lt a n d  e n a c te d  s t ig m a  m e rg e , le a v in g  p a re n ts  u n a b le  to  
re m em b e r  if  s o m e o n e  a c tu a lly  w a s  a v o id in g  th e m , fo r  e x am p le , o r  w h e th e r  th e y  
ju s t a n tic ip a te d  a v o id a n c e . D e c id in g  h o w  to  re a c t to  s u c h  b e h a v io u r , f ro m  o th e r  
p e o p le , p re s e n ts  p a re n ts  w ith  a  d ile m m a . T o  a d v o c a te  fo r th e ir c h ild re n , o r  
e x p la in  th a t th e ir  c h ild re n  h a v e  im p a irm e n ts , im m e d ia te ly  id e n t if ie s  th e  c h ild re n  
a s  d if fe re n t , a s  “d is a b le d ” , s o m e th in g  s o m e  p a re n ts  w is h  to  a v o id . H o w e v e r , 
ig n o r in g  s u c h  a c ts  c a n  b e  v e ry  f ru s tra t in g  w h e n  p a re n ts  re a lly  w is h  to  m a k e  th e  
o th e r  p e rs o n  u n d e rs ta n d  w h y  th e ir  c h ild re n  a re  b e h a v in g  in  th a t  w a y .
D isab led  fam ilies
D o w lin g  a n d  D o la n  (2 0 0 1 ) a ls o  d is c u s s  th e  im p a c t o f c o u r te s y  s t ig m a . T h e y  
d ra w  o n  th e  s o c ia l m o d e l o f  d is a b il i ty  to  i l lu s tra te  h o w  s o c ia l b a r r ie rs , p re ju d ic e s  
a n d  p o o r ly  c o n c e iv e d  s e rv ic e  p ro v is io n  c o n d e m n  fa m il ie s  o f  d is a b le d  c h ild re n  to  
f in a n c ia l h a rd s h ip , s tre s s , a n x ie ty  a n d  p re ju d ic e . D o w lin g  a n d  D o la n , a lo n g  w ith  
o th e r  re s e a rc h e rs  (e .g . K e lly , S . , 2 0 0 5 ) a re  id e n tify in g  h e re  th a t it  is  n o t o n ly  th e  
c h ild  w h o  b e c o m e s  d is a b le d  b u t th e  w h o le  fa m ily  (K e lly , S . , 2 0 0 5 ) .
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D o w lin g  a n d  D o la n  (2 0 0 1 : 2 2 )  a s s e r t th a t :
. . . i t is  n o t c a r in g  fo r th e  c h ild  w ith  d is a b il i t ie s , ‘th e  c a re  
b u rd e n ’ , th a t c a u s e s  th is  re d u c tio n  in  q u a lity  o f  fa m ily  l i fe , 
b u t ra th e r it is  a  d ire c t re s u lt o f th e  s o c ia l c o n s tru c tio n  o f 
d is a b il i ty .
A lth o u g h  th e y  c h o o s e  n o t to  u s e  th e  te rm , “d is a b le d  fa m il ie s ” , b e c a u s e  th e y  
a rg u e  th a t th is  is  n o t a s  c o m m o n  a n  a n ti-o p p re s s iv e  te rm  a s , “ fa m il ie s  w ith  
d is a b le d  c h ild re n ” , “d is a b le d  fa m il ie s ” is  c e r ta in ly  w h a t D o w lin g  a n d  D o la n
d e s c r ib e :
In  th e  s am e  w a y  th a t la c k  o f fu n d in g , in f le x ib le  c a re  
a r ra n g e m e n ts  a n d  th e  p re ju d ic e s  o f o th e rs  d is a b le  th o s e  
w ith  im p a irm e n ts , it c a u s e s  s tre s s  to  th o s e  w h o  a re  c a r in g  
fo r  d is a b le d  c h ild re n  a n d  h a s  a n  a d v e rs e  e f fe c t o n  fa m ily  
w e lfa re . T h is  o f te n  le a d s  to  u n e q u a l o p p o r tu n it ie s  a n d  
o u tc o m e s  -  in  w o rk , le is u re , f in a n c e  a n d  q u a lity  o f fa m ily  
l i fe  (p .2 4 ) .
T h e y  s e e  c h a n g e  a s  b e in g  b o th  n e e d e d  a n d  p o s s ib le  b u t o n ly  w h e n  s e rv ic e s  
c a n  b e  c o n s tru c te d  f ro m  th e  p e rs p e c t iv e  o f  th e  d is a b le d  c h ild  a n d  th e ir  fa m ily . I f  
s e rv ic e s  s ta r t to  b e  c o n s tru c te d  fro m  th e  s ta r t in g  p o in t o f lis te n in g  to  th e  
e x p e r ie n c e s  o f  p e o p le  w ith  im p a irm e n ts  a n d  th e ir  fa m il ie s  th e n  th is  w il l g o  s o m e  
w a y  to  b re a k in g  d o w n  o p p re s s iv e  b a r r ie rs . In  th e  m e a n t im e , p a re n ts  a re  le f t to  
d e v is e  s tra te g ie s  to  m a n a g e  th e  im p a c t o f  s t ig m a .
Manag ing s tigm a
G re e n  (2 0 0 3 ) id e n t if ie s  th re e  c o m m o n  b u t d if fe re n t re s p o n s e s  th a t in d iv id u a ls  
w ith  im p a irm e n ts , a n d  th o s e  c lo s e  to  th em , m ig h t m a k e  to  m a n a g e  th is  
s t ig m a tis e d  p o s it io n , '. . .s e c re c y , e d u c a t io n  a n d  w ith d ra w a l'(p .4 ) . T h e y  m a y  t ry  
to  h id e  th e ir d is a b il i ty  f ro m  o th e rs , fe e l o b lig e d  to  e d u c a te  a n d  m a n a g e  th e  
e m o tio n a l re s p o n s e s  o f th e  p u b lic  a n d /o r  c h o o s e  to  lim it th e ir  s o c ia l c o n ta c t to
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b e in g  w ith  o th e rs  in  a  s im ila r  p o s it io n . T o  s o m e  e x te n t s e c re c y  a n d  w ith d ra w a l 
m a y b e m o tiv a te d b y th e  s am e d e s ire ; th e  w is h  to  c o n tro l in fo rm a tio n  
c o n c e rn in g  th e ir c h ild ’s  im p a irm e n t (G ra y , 2 0 0 2 ) . G ra y  (2 0 0 2 ) , ta lk s  a b o u t 
p a re n ts  w is h in g , a t t im e s , to  ‘p a s s ’ a s  a  n o rm a l fa m ily . I f th e ir  c h ild  d o e s  n o t 
s h o w  a n y  v is ib le  s ig n  o f b e in g  d is a b le d , s u c h  a s  m a y  b e  th e  c a s e  w ith  h ig h  
fu n c t io n in g  a u t is m , th e n  p a re n ts  m a y  n o t m a k e  re fe re n c e  to  th is  w h e n  o u t in  th e  
c o m m u n ity . E v e n  w h e re  th e ir  c h ild  d o e s  s h o w  c le a r  s ig n s  o f  im p a irm e n t p a re n ts  
m a y  s t i l l ‘p a s s ’ a s  p a re n ts  o f c h ild re n  w ith o u t im p a irm e n ts  if th e ir  c h ild  is  n o t 
a c c om p a n y in g  th e m . S p e n d in g t im e  w ith  o th e r p a re n ts o f c h ild re n  w ith  
im p a irm e n ts , p e rh a p s th ro u g h  a s u p p o r t g ro u p , fo r e x a m p le , m a y m a k e  
‘p a s s in g ’ m o re  d if f ic u lt s o  p a re n ts  m a y  a v o id  a s s o c ia t io n  w ith  s u c h  g ro u p s  
(G ra y , 2 0 0 2 ) . G ra y  n o te s  th a t th e  lo w  v is ib i l i ty  o f h ig h  fu n c t io n in g  a u t is m , w h ile  
a llo w in g  s o m e  fa m il ie s  to  ‘p a s s ’ a s  ‘n o rm a l’ in  s o m e  c irc u m s ta n c e s , e x p o s e s  
p a re n ts  to  a h ig h e r in c id e n c e  o f ‘s t ig m a t is in g  re a c t io n s ’ a s  o th e rs in  th e  
c om m u n ity  d o  n o t m a k e  th e  a llo w a n c e s  fo r  b e h a v io u r  th a t th e y  m ig h t if  th e  c h ild  
c le a r ly  lo o k e d  d if fe re n t . G ra y  a ls o  fo u n d  th a t m o th e rs  e x p e r ie n c e d  s t ig m a  m o re  
th a n  fa th e rs  d id ; th is  h e  a t tr ib u te d  to  th e  fa c t th a t th e  m o th e rs  in  h is  s tu d y  w e re  
p r in c ip a l c a re rs  a n d  w e re  o u t in  th e  c o m m u n ity  w ith  th e ir  c h ild re n  to  a  g re a te r  
e x te n t . A ls o  s om e m o th e rs  fe lt th a t th e  re s p o n s ib il i ty  fo r th e ir c h ild re n ’s  
b e h a v io u r  re s te d  w ith  th e m  a s  th e ir  ro le  w ith in  th e  fa m ily  w a s  a s  p r im a ry  c a re r  
(G ra y , 2 0 0 2 ) . T h e  s c h o o l c o m m u n ity  w a s  o n e  p a r t ic u la r  lo c a tio n  w h e re  p a re n ts  
e x p e r ie n c e d  s t ig m a  fro m  te a c h e rs , a d m in is tra to rs  a n d  o th e r p a re n ts  (G ra y , 
2 0 0 2 ) . T h is  to o k  o n  s e v e ra l d if fe re n t fo rm s , in c lu d in g  b e in g  le f t w ith  s o le  
re s p o n s ib il i ty  to  m a n a g e  th e  im p a c t , o n  th e ir  c h ild , o f b e in g  s o c ia lly  is o la te d  
a n d /o r b u llie d , d if f ic u lt in te ra c t io n s  w ith  o th e r p a re n ts  a n d  g e n e ra lly  fe e lin g  
d if fe re n t a n d  ‘ lo o k e d  d o w n  u p o n ’ (G ra y , 2 0 0 2 : 7 4 2 ) .
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Perceptions of disability
H o w  p a re n ts  re a c t to  h a v in g  a  c h ild  w ith  a n  im p a irm e n t, G re e n  (2 0 0 3 ) c la im s , is  
in f lu e n c e d  s ig n if ic a n t ly  b y  th e ir  o w n  p e rc e p t io n  o f d is a b il ity . K e a rn e y  a n d  G r iff in  
(2 0 0 1 : 5 8 2 ) a rg u e  th a t th e  p re v a il in g  im a g e , w ith in  s o c ie ty , o f  h a v in g  a  d is a b le d  
c h ild  is  th a t o f a  ‘t ra g e d y  fro m  w h ic h  th e  fa m ily  m a y  n e v e r re c o v e r ’ . M u rra y  
(2 0 0 0 : 6 8 5 ) , w r it in g  fro m  h e r p e rs p e c t iv e  a s  p a re n t, e x p re s s e s  th is  p a r t ic u la r ly  
p o w e rfu lly  b y  a s s e r t in g  th a t th e  d o m in a n t v ie w  is  o f , ‘o u r  d is a b le d  c h ild re n  w ith  
le a rn in g  d if f ic u lt ie s  a s  b e in g  in tr in s ic a lly  d e fe c t iv e  a n d , th e re fo re , s u b -h um a n ’ . 
F e rg u s o n  (2 0 0 1 , q u o te d  in  K e lly , S . , 2 0 0 5 : 1 8 3 ) c la im s  th a t, ‘ it is  n o t a  s p e c if ic  
s e t o f  p a re n ta l re a c t io n s  to  d is a b il i ty  th a t is  in e v ita b le  b u t th e  in f lu e n c e  o f s o c ia l 
c o n te x ts  in  s h a p in g  th o s e  re a c tio n s ’ . D is a b le d  c h ild re n  w il l a ls o  b e  a f fe c te d  b y  
p a re n ta l p e rc e p tio n s  o f d is a b il i ty  (T h o m a s , 1 9 9 8 , c ite d  K e lly , B ., 2 0 0 5 ) . T h e  
c h ild re n  o f p a re n ts , w h o  c h a lle n g e  th e  tra d it io n a l ‘n e g a tiv e ’ p e rc e p tio n s  o f 
d is a b ili ty  a n d  fo c u s  u p o n  b a rr ie rs  to  in c lu s io n , ra th e r  th a n  im p a irm e n t, a re  lik e ly  
to  h a v e  m o re  p o s it iv e  s e lf-e s te e m  (T h om a s , 1 9 9 8 , c ite d  K e lly , B ., 2 0 0 5 ) . T h e  
m o re  th a t p a re n ts  s h a re  th e  v ie w  th a t in d iv id u a ls  w ith  d is a b il i t ie s  a re  d e v a lu e d  
a n d d is c r im in a te d a g a in s t b y o th e rs , th e m o re lik e ly  th e y a re to  fe e l, 
‘ . . .e m b a rra s s e d , g u ilty , a s h a m e d , re s e n t fu l, w o rr ie d , t ra p p e d  a n d /o r  e m o tio n a lly  
u p s e t. . . ’ (G re e n , 2 0 0 3 : 8 ) . P a re n ts  w h o  h a v e  a  m o re  o p t im is t ic  p e rc e p t io n  o f 
h o w  d is a b il i ty  is  p e rc e iv e d  b y  s o c ie ty  a re  le s s  l ik e ly  to  e x p e r ie n c e  th e s e  fe e lin g s  
to  th e  s a m e  e x te n t . F o r s o m e  p a re n ts  th e  e x p e r ie n c e  o f p a re n t in g  a  c h ild  w ith  
a n  im p a irm e n t a lte rs  th e ir p e rc e p t io n  o f d is a b le d  p e o p le  g e n e ra lly  a n d  th e y  
b e g in  to  p e rc e iv e  th e m  w ith  m o re  em p a th y  a n d  u n d e rs ta n d in g . F o r th o s e  
p a re n ts  w h o s e  v ie w s  re m a in  n e g a t iv e  to w a rd s  d is a b il i ty , th e  c h ild ’s  im p a irm e n t 
m a y  b e  a  s o u rc e  o f e m b a rra s sm e n t a n d , ‘ . . . m a y  e v o k e  fe e lin g s  o f re s e n tm e n t 
a n d  e n tra p m e n t. . . ’ (G re e n , 2 0 0 3 : 8 ) .
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Agency
W h ile  K e a rn e y  a n d  G r if f in  (2 0 0 1 )  w a rn  th a t th e  p re v a il in g  in d iv id u a l m o d e l v ie w  
o f  d is a b il i ty  a s  a  t ra g e d y  is  a  p e rv a s iv e  a n d  p o w e r fu l d is c o u rs e  (F o u c a u lt, 1 9 7 2 )  
w h ic h  c o n tin u e s  to  d o m in a te , M u rra y  (2 0 0 0 : 6 8 7 ) c la im s  th a t, ‘ it is  in c re a s in g ly  
p o s s ib le  to  f in d  a c c o u n ts  in  th e  lite ra tu re  b y  p a re n ts  w h o  h o ld  a  m o re  p o s it iv e  
v ie w ’ . W h ile  F o u c a u lt (1 9 7 2 ) a rg u e d  th e  s u p rem a c y  o f p ro fe s s io n a l d is c o u rs e s ,  
h e  d id  n o t m a k e  c le a r th e  ro le  o f s u b je c t iv e  a g e n c y  in  re la t io n  to  th e s e ; 
in d iv id u a ls , a c c o rd in g  to  th e  F o u c a u ld ia n  p e rs p e c t iv e , a p p e a r to  b e  n a tu ra lly  
s u bm is s iv e  in  th e  fa c e  o f d o m in a n t d is c o u rs e s  (S a ru p , 1 9 9 6 ) . G o ffm a n  (1 9 6 3 ) , 
h o w e v e r , c e le b ra te d  re s is ta n c e  to  c o n tro llin g  c o n c e p tu a lis a t io n s . H e  a rg u e d  
th a t s t ig m a tis e d  in d iv id u a ls  a d o p t a  v a r ie ty  o f  s t ra te g ie s  fo r  c o m b a t in g  d o m in a n t 
d is c o u rs e s in c lu d in g  fo rm in g  lo b b y in g  g ro u p s  o f s im ila r ly  a f fe c te d  p e o p le , 
b e c o m in g  e x p e r t in  th e  a re a  o f th e  s t ig m a  to  c h a lle n g e  p ro fe s s io n a l o p in io n , 
b e c o m in g  im m e rs e d  in  th e  c u ltu re  o f  th e  g ro u p  th ro u g h  re a d in g  lite ra tu re  w h ic h  
re p re s e n ts  th e ir  e x p e r ie n c e s  o r re f le c t in g  o n  b e in g  ‘d if fe re n t’ a n d  c o m in g  to  a  
n e w  u n d e rs ta n d in g  o f  w h a t is  im p o rta n t to  th e m  a s  in d iv id u a ls  (G o ffm a n , 1 9 6 3 ) .
O n g -D e a n  (2 0 0 5 ) a ls o  s e e s  p a re n ts  o f d is a b le d  c h ild re n  a s  a c t iv e  a g e n ts . H e  
a rg u e s  th a t s o m e  p a re n ts  e m b ra c e  th e  in d iv id u a l m o d e l a s  a  m e c h a n ism  fo r  
u n d e rs ta n d in g  th e ir  c h ild ’s  d e v e lo p m e n t. O n g -D e a n  s u g g e s ts  th a t th e  p o s it iv e  
c o n s e q u e n c e  o f  th is , fo r  p a re n ts , is  th a t, b y  d o in g  s o , th e y  re le a s e  th e m s e lv e s  
f ro m  th e  ro le  o f ‘b a d ’ p a re n t. S im ila r ly , L a n d sm a n  (2 0 0 5 ) v ie w s p a re n ts ’ 
re la t io n s h ip s  w ith  th e  m o d e ls  o f  d is a b il i ty  a s  d y n am ic . A lth o u g h  s h e  a g re e s  th a t  
p a re n ts  d o  u t i l is e  th e  in d iv id u a l m o d e l in  s u p p o r t o f  th e ir  s e n s e  o f  th e m s e lv e s  a s  
e f fe c t iv e  p a re n ts  L a n d sm a n  a rg u e s  th a t th is  is  n o t b e c a u s e  it is  a  ‘p a re n t-  
f r ie n d ly ’ d is c o u rs e  b u t b e c a u s e  it is  th e  o n ly  p u b lic  d is c o u rs e  o n  d is a b il ity
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a v a ila b le  to  th e m . I t m a y  w e ll b e  th a t  th is  is  a ls o  th e  o n ly  d is c o u rs e  e n c o u n te re d  
b y  p ro fe s s io n a ls .
Positioning parents
M u rra y  (2 0 0 0 ) a rg u e s  th a t it is  n e c e s s a ry  to  re s is t p o s it io n in g  p a re n ts  o f 
d is a b le d  c h ild re n  a s ‘o th e r ’ , s o m e h o w  d if fe re n t to  p a re n ts  o f n o n -d is a b le d  
c h ild re n  a n d  n a tu ra lly  h a v in g  ‘s u p e r a b il i t ie s ’ w h ic h  e n a b le  th em  to  ‘c o p e ’ w ith  
th e  ‘t ra g e d y ’ . T h e  p a re n tin g  re la t io n s h ip  is  c o m p le x  w ith  p a re n ts  b a la n c in g  
c o n fl ic t in g  e m o t io n s  a n d  a t t itu d e s ; ‘F ro m  th e  m om e n t m o s t c o u p le s  k n o w  o f  th e  
w ife ’s  p re g n a n c y , th e y  h a rb o u r  fe e lin g s  o f  h o p e  a n d  a ls o  o f  a n x ie ty ’ (B e t te lh e im , 
1 9 8 7 : 4 6 ) . ‘N e g a t iv e  fe e lin g s ’ a re  n o t u n c o m m o n  fo r n e w  p a re n ts  g e n e ra lly . 
L u p to n  a n d S c hm ie d (2 0 0 2 ) re p o r t th a t s o m e w om e n , a b o u t to  b e c om e  
m o th e rs , fe a r  th a t to  s ta y  a t h o m e  w il l b r in g  a b o u t a  lo s s  o f “s e lf- fu lf i lm e n t ” a n d  
“s e lf -a c tu a lis a t io n ” w h ic h  th e y  p e rc e iv e  c a n  o n ly  b e  a c h ie v e d  th ro u g h  w o rk  
o u ts id e  th e  h o m e  . T h e  e x p e r ie n c e  o f  b e c o m in g  a  p a re n t le a d s  to  a n  a d ju s tm e n t 
o f p e rc e p t io n  fo r  n e w  m o th e rs . M o s t o f th e  w om e n , in te rv ie w e d  b y  L u p to n  a n d  
S c h m ie d , fe lt th a t th e  ro le  o f m o th e r s e e m e d  a  “d is to r te d ” o r  “c o n s tra in e d ” s e lf  
a s  o p p o s e d  to  th e  “ re a l m e ” . C om in g  to  te rm s  w ith  p a re n th o o d c a n  b e  a  
c o m p le x , c h a lle n g in g  a n d  d is tu rb in g  p ro c e s s  (W h it ta k e r  a n d  C o rn th w a ite , 2 0 0 0 ; 
A k is te r a n d  J o h n s o n , 2 0 0 2 ) . D is a b il i ty  is  a n o th e r fa c to r th a t m a g n if ie s  th e  
c om p le x ity  a n d  c a n  a ls o  is o la te  p a re n ts  a s  th is  is  o n e  fa c to r o u ts id e  th e  
e x p e r ie n c e  o f m o s t o th e r n e w  p a re n ts . In  a d d it io n , it is  n o t o n ly  th e ir o w n  
fe e lin g s  th a t p a re n ts  o f d is a b le d  c h ild re n  n e e d  to  m a n a g e ; G re e n  (2 0 0 3 ) n o te s  
th a t c o p in g  w ith  th e  re a c t io n s  o f  o th e rs  to  th e ir  c h ild re n  is  y e t a n o th e r s o u rc e  o f 
e m o t io n a l tu rm o il,  e s p e c ia lly  in  th e  e a r ly  y e a rs  o f  th e  c h ild ’s  l i fe .
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R u s s e ll, F . (2 0 0 3 )  a rg u e s  th a t e n a b lin g  p a re n ts  o f n e w ly  d ia g n o s e d  c h ild re n  to  
e x p lo re  th e ir e x p e c ta t io n s o f th e e x p e r ie n c e o f p a re n t in g , th ro u g h  th e  
c o u n s e ll in g  p ro c e s s , w o u ld  e m p o w e r p a re n ts , s u p p o r t in g  th e m  w ith  b e c o m in g  
a c t iv e , ra th e r th a n  p a s s iv e  a n d  d em o ra lis e d , ‘p a r tn e rs ’ w ith  p ro fe s s io n a ls .  
R u s s e ll a ls o  a s s e r ts  th a t e m b ra c in g  th e  s o c ia l m o d e l a n d  fo c u s in g  ‘o n  th e  
c h ild ’s  s tre n g th s , th e ir a s p ira t io n s  a n d  o p p o r tu n it ie s  to  in v o lv e  th e m ’ (p .1 4 8 )  
w o u ld  fu r th e r  s u p p o r t th is  p ro c e s s . A d o p t in g  th e  in d iv id u a l m o d e l, w ith  its  fo c u s  
o n  d e f ic its , id e n t ify in g  ‘n e e d ’ ra th e r th a n  ‘e n t it le m e n t’ , c a u s e s  a  d is c re p a n c y  
b e tw e e n  th e  p a re n ta l v ie w  o f th e  c h ild  a n d  th e  p ro fe s s io n a l p e rs p e c tiv e  (L a k e  
a n d  B ill in g s le y , 2 0 0 3 , c ite d  R u s s e ll, F . , 2 0 0 3 ) . R u s s e ll, F . (2 0 0 3 ) a d v is e s  th a t  
fo c u s in g  o n  w h a t c h ild re n  c a n  d o , w h a t th e y  h o p e  to  d o  a n d  id e n t ify in g  w h a t 
o b s ta c le s  n e e d  to  b e  o v e rc o m e , in  o rd e r  to  e n a b le  th e  a c h ie v e m e n t o f  a m b it io n , 
w o u ld  le a d  to  a  m o re  u n if ie d  p a re n ta l-p ro fe s s io n a l a p p ro a c h .
Evolving positions
B ro w n  (1 9 9 8 , c ite d  C a s e , 2 0 0 0 ) id e n tif ie d  th a t p a re n ts  re p o r te d  a  d is s a t is fy in g  
a n d  c o n f l ic t iv e  e x p e r ie n c e  o f p ro fe s s io n a ls . B ro w n , lik e  R a n d a ll a n d  P a rk e r  
(1 9 9 9 ) , a ls o  fo u n d  th a t th e  m o s t c o m m o n  re a c tio n , o f p a re n ts , to  th e  d ia g n o s is  
o f a n  im p a irm e n t, w a s  a n e g a t iv e  o n e . T u n a li a n d P o w e r (2 0 0 2 ) id e n t ify  
e s ta b lis h e d  h a rd s h ip s  a s  re s u lt in g  f ro m  b e c o m in g  a  p a re n t o f a  d is a b le d  c h ild . 
T h e s e  in c lu d e  f in a n c ia l h a rd s h ip , s tra in e d  em o tio n a l re la t io n s h ip s  w ith in  th e  
fa m ily , fo rc e d  c h a n g e s  to  life  g o a ls  a n d  fa m ily  a c t iv it ie s , im p a c t o n  s o c ia l life , 
th e  b u rd e n s  o f m e d ic a l t re a tm e n t, h o u s in g  a d a p ta t io n s , e d u c a tio n a l h a rd s h ip s  
a n d  p a re n ta l g r ie v in g . T ra d it io n a lly  it h a s  b e e n  c la im e d  th a t s u c h  b u rd e n s  h a v e  
re s u lte d  in  a  s ig n if ic a n tly  in c re a s e d  r is k  o f in d iv id u a l a n d  m a r ita l d is t re s s  b u t 
T u n a li a n d  P o w e r n o te  th a t m o re  re c e n t s tu d ie s  a rg u e  a g a in s t th e re  b e in g  a n y
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s ig n if ic a n t d if fe re n c e h e re b e tw e e n p a re n ts o f c h ild re n w ith o r w ith o u t  
im p a irm e n ts . T h e y  c la im  th a t th is  m a y  b e  d u e  to  p a re n ts  o f d is a b le d  c h ild re n  
m a n a g in g  th e  s tre s s  o f  th e ir  e x p e r ie n c e  b y  re d e f in in g  w h a t is  im p o r ta n t to  th e m  
a n d  a ls o  c o m in g  to  v a lu e  n e w  e x p e r ie n c e s  th a t a r is e  f ro m  th e m  b e in g  p a re n ts
o f  d is a b le d  c h ild re n .
T u n a li a n d  P o w e r c la im  th a t , c o m p a re d  w ith  m o th e rs  o f n o n -d is a b le d  c h ild re n ,  
m o th e rs  o f c h ild re n  w ith  a u t is m  re d e f in e  th e ir  p o s it io n  a n d  b e c o m e  m o re  lik e ly  
to  b e lie v e  in  v a lu e s , a n d  e n g a g e  in  p ra c t ic e s , th a t s u p p o r t th e ir  o w n  p o s it io n . 
T h e s e  m a y  in c lu d e  h o ld in g  th a t m o th e rs  o f y o u n g  c h ild re n  s h o u ld  n o t w o rk  
o u ts id e  th e  h om e . A s  a  re s u lt th e y  m a y  th e re fo re , p la c e  le s s  e m p h a s is  o n  
c a re e r  s u c c e s s  a n d  s p e n d  m o re  le is u re  t im e  w ith  th e ir  e x te n d e d  fa m ily . T h e y  
m a y  a ls o  b e  le s s  c o n c e rn e d  a b o u t w h a t o th e rs  th in k  a b o u t th e ir c h ild re n ’s  
b e h a v io u r , p la c e  m o re  e m p h a s is  o n  s u p p o r t b e tw e e n  s p o u s e s  a n d  p a re n ta l 
ro le s  a n d  h a v e  a  h ig h e r  to le ra n c e  o f  a m b ig u ity  th ro u g h  c o m in g  to  te rm s  w ith  n o t 
a lw a y s  u n d e rs ta n d in g  th e ir  c h ild re n ’s  b e h a v io u r . T u n a li a n d  P o w e r  d id  n o t f in d  
a n y  s ig n if ic a n t d if fe re n c e  b e tw e e n  th e  o v e ra ll life  s a tis fa c t io n  o f p a re n ts  o f 
c h ild re n  w ith  a u tis m  a n d  th o s e  o f c h ild re n  w ith o u t th e  s y n d ro m e . M o re o v e r  
th o s e  p a re n ts  o f c h ild re n  w ith  a u tis m  w h o  h a d  re d e f in e d  th e ir p o s it io n  o n  
b e c om in g  p a re n ts  o f  a  d is a b le d  c h ild  d e m o n s tra te d  th e  g re a te s t l i fe  s a t is fa c t io n  
o v e ra ll. T h e  m o re  p a re n ts  c a n  re d e f in e  th e ir th in k in g  to  a c c o m m o d a te  th e ir  
c h a n g e  in  c irc um s ta n c e s , th e  h ig h e r th e  p re d ic to r fo r o v e ra ll life  s a t is fa c t io n . 
K e lly , S . (2 0 0 5 ) re c o rd s  a n  e x a m p le  o f th is  p ro c e s s  o f re d e fin it io n . N o ra , th e  
m o th e r o f  a  d is a b le d  c h ild , o n c e  s h e  h a d  a c c e p te d  th e  ‘re a lity ’ o f  h e r  d a u g h te r ’s  
im p a irm e n t, th e n  ‘re m a d e  h e rs e lf ’ a s  th e  p a re n t o f a  c h ild  w ith  a n  im p a irm e n t.  
K e lly  id e n t if ie s  th is  p ro c e s s  a s  a  p o s it iv e  a n d  e m p o w e r in g  e x p e r ie n c e ; o n e  o f , 
‘a c c e p ta n c e , p e rs o n a l t ra n s fo rm a tio n , a n d  c h o ic e ’ (p .1 8 8 ) .
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Different experiences
C a s e  (2 0 0 0 ) , in  h is  c o lla t io n  o f a  q u e s t io n n a ire  s e n t to  o n e  h u n d re d  a n d  
fo u r te e n  p a re n ts  o f c h ild re n  w ith  im p a irm e n ts  a ls o  fo u n d  m a n y  a s p e c ts  o f th is  
p o te n tia l fo r  p o s it iv e  e x p e r ie n c e . F o r e x a m p le  p a re n ts  v ie w e d  th e ir  c h ild re n  a s , 
‘ . . .a t tra c tiv e , h a p p y , fr ie n d ly , a n d in te re s te d a n d b r ig h t . ’ (p .2 8 3 ) . W h ile  
o p p o r tu n it ie s to  c o n t in u e  p re -b ir th  o r im p a irm e n t s o c ia l a c t iv it ie s m ig h t b e  
re d u c e d  o r c u r ta ile d , th e  p a re n ts  in  C a s e ’s  s tu d y  id e n t ify  th a t n e w  o n e s  ta k e  
th e ir  p la c e , s u c h  a s  m a k in g  n e w  c o n ta c ts  th ro u g h  th e  w o r ld  o f d is a b il i ty . C a s e  
a rg u e s  th a t p a r t o f g iv in g  p a re n ts  o f d is a b le d  c h ild re n  e q u a l r ig h ts  in  s o c ie ty  is  
to  e n a b le  th e m  to  h a v e  th e s e  p o s it iv e  e x p e r ie n c e s , ‘ . . .h ig h lig h te d , e la b o ra te d  
a n d  c e le b ra te d ’(p .2 8 3 ) .
S im ila r ly  G ra y  (2 0 0 2 ) n o te s  th a t fo r  s o m e  o f th e  p a re n ts  in  h is  s tu d y , a lth o u g h  
th e y  h a d  w ith d ra w n  to  s o m e  e x te n t f ro m  s o c ia lis in g  w ith  f r ie n d s , th e y  h a d  th e n  
p u t m o re  e n e rg y  in to  o th e r , le s s  s o c ia l a c t iv it ie s , s u c h  a s  h ik in g  a n d  h a v in g  
fa m i ly  p ic n ic s . M o re  t im e  w a s  s p e n t w ith  fa m il ie s  w h o  a ls o  c o n ta in e d  a  c h ild  
w ith  a u t is m . H o w e v e r , th is  is  n o t to  s u g g e s t th a t th e re  w il l n o t b e  c h a lle n g e s  to  
b e  fa c e d  w h e n  p a re n t in g  a  c h ild  w ith  a n  im p a irm e n t; G ra y , fo r e x a m p le , d o e s  
re c o rd  th a t ‘ . . . th e  re s u lt in g  lim ita t io n s  o n  th e  a b il i t ie s  o f  th e  fa m il ie s  to  s o c ia lis e  
w a s  o f te n  fe lt b y  th e  p a re n ts  to  b e  a  c o n s id e ra b le  lo s s . ’ (p . 7 4 1 ) . A v d i e t a l.  
(2 0 0 0 )  fo u n d  th a t p a re n ts  a c c e p t th e  id e a  o f n o rm a l d e v e lo p m e n t a n d  c o m p a re  
th e  d e v e lo p m e n t o f th e ir  o w n  c h ild re n  w ith  o th e rs , in  o rd e r to  e v a lu a te  th e ir  
c h ild ’s  p ro g re s s . H o w e v e r , p a re n ts  s ta te d  th a t o n c e  th e y  h a v e  a c c e p te d  th a t  
th e ir  c h ild  is  fo l lo w in g  a  d if fe re n t p a th  th e n  th e y  c a n  b e g in  to  fo c u s  o n , ‘h o w  h e  
is ’ ra th e r  th a n  o n  ‘h o w  h e  s h o u ld  b e ’ (p .2 4 7 ) .
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T h e  p o w e r o f re d e fin it io n  o f v a lu e s  a n d  p e rs p e c t iv e s  is  a ls o  re c o g n is e d  b y  
W o o lfs o n  (2 0 0 4 ) w h o  p ro p o s e s  a  p s y c h o s o c ia l m o d e l o f d is a b il i ty - re la te d  c h ild  
b e h a v io u r  p ro b le m s ; h o w  p a re n ts  v ie w  th e  n a tu re  o f  th e ir  c h ild ’s  im p a irm e n t w il l 
a ffe c t b o th  p a re n ts ’ o w n  s e n s e  o f w e ll b e in g  a n d  h o w  e ffe c t iv e  th e y  a re  in  
s u p p o r t in g  th e ir  c h ild  w ith  m a n a g in g  h is /h e r b e h a v io u r . W o o lfs o n  c la im s  th a t  
p a re n ts , w h o  a re  e x p e r ie n c in g  d if f ic u lty  w ith  m a n a g in g  th e ir  c h ild ’s  im p a irm e n t 
o n  a n  e m o t io n a l le v e l, m a y  w e ll h a v e  a  p e rs p e c t iv e  o n  im p a irm e n t th a t m ir ro rs  
th e  d if fe re n t n e g a t iv e  m o d e ls  o f d is a b il ity  w h ic h  a re  fo u n d  in  s o c ie ty . W o o lfs o n  
id e n tif ie s  th e s e  a s , ‘d is a b il i ty  a s  a  m e d ic a l p ro b le m ’ , w h e re  p a re n ts  a t t r ib u te  a ll 
b e h a v io u ra l is s u e s , in e v ita b ly , to  th e  c h ild ’s  im p a irm e n t, ‘d is a b il i ty  a s  a  t ra g e d y ’ , 
w h e re  p a re n ts  m u s t m a k e  it u p  to  th e  c h ild  fo r  th e  t ra g ic  c ir c u m s ta n c e s  o f  th e ir  
c o n d it io n  o r  ‘d is a b le d  p e o p le  a re  d e p e n d e n t a n d  n e e d  h e lp  f ro m  o th e rs ’ , w h e re  
p a re n ts  m u s t p ro te c t th e ir  c h ild  f ro m  a n y  c h a lle n g e s . F a m ilie s  th a t a d o p t a n y  o f  
th e s e  p o s it io n s , W o o lfs o n  c la im s , m a y  n e e d  s u p p o r t to  re fra m e  th e ir  th in k in g ,  
a w a y  f ro m  th e s e  d o m in a n t , m e d ic a lly  in f lu e n c e d , s o c ia l p e rs p e c t iv e s  to w a rd  a  
m o re  ‘s o c ia l m o d e l’ v ie w  o n  d is a b ili ty .
C a ro l S c h a ll (2 0 0 0 ) in  h e r s tu d y  o f th e  e x p e r ie n c e s  o f th re e  fa m il ie s  ra is in g  
c h ild re n  w ith  a u tis m  a g a in  f in d s  m a n y  p o s it iv e s  in  th e  e x p e r ie n c e  o f  p a re n t in g  a  
c h ild  w ith  a n  im p a irm e n t. A lth o u g h  s h e  b e g in s  in  th e  la n g u a g e  o f th e  ‘t ra g e d y  
m o d e l ’ o f  d is a b il i ty : ‘ In  th e  m id s t o f  a  d e v a s ta t in g  c o n d it io n , th e s e  fa m il ie s  fo u n d  
c o u ra g e  a n d  h o p e ’ (p .4 0 9 ) , th e  d a ta  is  r ic h  w ith  e v id e n c e  o f  th e  p o s it iv e  a s p e c ts  
o f p a re n t in g  a n d  fa m ily  l i fe , re g a rd le s s  o f th e  c h ild  b e in g  d is a b le d . O n e  s ib lin g  
d e s c r ib e s  h is  b ro th e r  w ith  a u t is m  a s , ‘ . . .a  g re a t b ig  b ro th e r . . . ' (p .4 1 9 ) a n d  o n e  
m o th e r ’s  lo v e  fo r  h e r  c h ild  is  s o  in te n s e  th a t s h e  w o u ld , ‘ . . .w a lk  th ro u g h  f ire  fo r  
h im .. . ’ (p .4 2 0 ) . T h e  fa m il ie s  d e s c r ib e  th e m s e lv e s  a s , 'g ro w in g ' b e c a u s e  o f  th e ir  
e x p e r ie n c e s a n d th e ir c h a n g in g  p e rs p e c tiv e . T h e y d e v e lo p  a fa r g re a te r
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a w a re n e s s  a n d  a p p re c ia t io n  o f  d is a b le d  p e o p le  th a n  th e y  w o u ld  h a v e  p re d ic te d  
th e m s e lv e s  d o in g  o th e rw is e . H a v in g  a  d is a b le d  c h ild  e v e n  g a v e  o n e  m o th e r ,  
‘ . . .a  s e n s e  o f c o m m itm e n t a n d  p a s s io n  fo r l i fe . ’ (p .4 2 0 ) th a t s h e  d id  n o t h a v e  
b e fo re , q u ite  d if fe re n t f ro m  th e  b le a k  p ic tu re  p re d ic te d  in  th e  e a r ly  y e a rs  o f h e r  
s o n ’s  d e v e lo p m e n t, ‘ in  a n  in s t itu t io n  fo r  th e  re s t o f h is  l i fe . . . ’ (p .4 1 1 ) .
S c h a ll ’s  (2 0 0 0 ) s tu d y  a ls o  a c k n o w le d g e s  th a t fa m il ie s  c a n  fa c e  c h a lle n g e s  f ro m  
try in g to u n d e rs ta n d a n d m a n a g e th e ir c h ild ’s b e h a v io u rs , s u c h a s  
s le e p le s s n e s s , c o n s ta n t c ry in g  a n d  h e a d  b u tt in g , e s p e c ia lly  b e fo re  d ia g n o s is  
w h e n  th e y  c o u ld  n o t u n d e rs ta n d  w h y  th e ir c h ild  w a s  b e h a v in g  d if fe re n t ly  to  
o th e r  c h ild re n . T h e  p a re n ts  d e s c r ib e d  th e  a c tu a l d ia g n o s is  a s  e m p o w e r in g  a s  it  
m e a n t th a t th e y  c o u ld  th e n  re s e a rc h  h o w  to  ‘m a n a g e ’ th e ir  c h ild ’s  c o n d it io n . 
O n e  p a re n t re c a lle d  th a t u n t i l th e  m om e n t o f d ia g n o s is , ‘ . . . th e re  w a s  n o th in g  I 
c o u ld  d o  b u t w a it ( fo r a  d ia g n o s is ) . . . ’ (p .4 1 1 ) b u t th is  is  a lm o s t a s  th o u g h  
p e rm is s io n  w a s  re q u ire d  f ro m  ‘e x p e r ts ’ , th o s e  o n  th e  o u ts id e , b e fo re  th is  m o th e r 
c o u ld  e n g a g e  e f fe c t iv e ly  w ith  h e r  s o n . O n c e  th e re  w a s  a  d ia g n o s is  th e n  p a re n ts  
b e c om e  a v id  re a d e rs , a lth o u g h  o n ly  o f p o s it iv e  lite ra tu re  (S c h a ll, 2 0 0 0 ) . T h e  
s u g g e s t io n  is  m a d e  th a t, th ro u g h  th is  p ro c e s s  o f le a rn in g  fro m  o th e rs , fa m il ie s  
th e n  b e c o m e  s k il le d  in  s u p p o r t in g  th e ir c h ild  in  a ll a re a s  o f d e v e lo p m e n t,  
e v id e n c e d  b y  th e ir  m a s te ry  o f  te c h n o lo g ic a l te rm s  a n d  b e c o m in g  w e ll in fo rm e d  
o n  th e ra p ie s  a n d  in te rv e n tio n s  (S c h a ll,  2 0 0 0 ) .
T h e  m a jo r ity  o f h a rd s h ip s  e x p e r ie n c e d , b y  th e  p a re n ts , re c o rd s , S c h a ll (2 0 0 0 ) , 
c o m e  fro m  e n g a g e m e n t w ith  o th e rs . M a n y  p ro fe s s io n a ls  s e e m e d  to  d is re g a rd  
p a re n ts ’ , ‘ . . .e x p e r ie n c e s  a n d  o p in io n s  re g a rd in g  th e ir  c h ild .. . ’ (p .4 1 2 ) . P a re n ts  
‘b a t t le ’ a u th o r it ie s  c o n s ta n t ly  to  g e t re s o u rc e s  fo r  th e ir  c h ild re n  a n d  h a v e  to  a c t 
a s  a d v o c a te s  a n d  in te rp re te rs  o n  th e ir  b e h a lf . T h e  e f fe c t o f th is  is  p h y s ic a lly  
e x h a u s t in g . P a re n ts  c a n  f in d  th e m s e lv e s  a n d  th e ir  c h ild re n  in c o r re c t ly  a c c u s e d
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o f  w ro n g  d o in g . E x a m p le s  g iv e n  b y  S c h a ll (2 0 0 0 ) in c lu d e  m o th e rs  b e in g  a s k e d  
if th e y  to o k  d ru g s  o r d ra n k  a lc o h o l d u r in g  p re g n a n c y  a n d  b e in g  s o m e tim e s  
s u b je c te d  to  u n w e lc o m e  in te rv e n t io n s  f ro m  s ta te  a g e n c ie s , s u c h  a s  re m o v a l o f  
th e  c h ild  b e c a u s e  o f s u s p e c te d  a b u s e . F r ie n d s h ip s  c h a n g e  a s  o ld  o n e s  a re  
a b a n d o n e d  if  f r ie n d s  s e e m  to  la c k  u n d e rs ta n d in g  o f  th e  s itu a t io n , a n d  n e w  o n e s  
a re  m a d e  w ith  th o s e  w h o  h a v e  m o re  em p a th y . T h ro u g h o u t th e  p a re n tin g  
e x p e r ie n c e  fa m il ie s  d e v e lo p  c o p in g  s tra te g ie s  to g e th e r to  e n a b le  th e  fa m ily  to  
s u rv iv e  a n d  f lo u r is h  (S c h a ll,  2 0 0 0 ) .
G ra y  (2 0 0 3 ) lo o k e d , in  p a r t ic u la r , a t d if fe re n c e s  in  h o w  m o th e rs  a n d  fa th e rs  
c o p e  w ith  p a re n tin g  a c h ild  w ith  h ig h  fu n c t io n in g  a u t ism . H e  fo u n d  th a t 
t ra d it io n a l fa m ily  ro le s  s t i l l a p p ly  w ith  w om e n  c o n t in u in g  to  b e a r th e  g re a te r  
b u rd e n  o f c h ild c a re , ta k in g  p a r t  in  th e ra p y  p ro g ra m m e s , n e g o t ia t in g  w ith  s c h o o l 
s ta ff  a n d  a c c o m p a n y in g  th e ir  c h ild  o n  m e d ic a l a p p o in tm e n ts . ‘E s c a p in g ’ to  w o rk ,  
fa th e rs  fe lt m o re  d is ta n c e d  fro m  th e  d a ily  re s p o n s ib il i ty  o f p a re n t in g  a c t iv it ie s ,  
s u c h  a s  m e d ia t in g  b e tw e e n  th e ir  c h ild  a n d  s c h o o l. I f w o m e n  w e re  w o rk in g  o r  
h a d  in te n d e d  to  re tu rn  to  w o rk  th e y  o f te n  fo u n d  it n e c e s s a ry  to  re d u c e  th e ir  
w o rk in g  h o u rs , c h a n g e  th e  n a tu re  o f th e ir  e m p lo ym e n t o r e le c t to  re m a in  a t 
h o m e . M e n  s t i l l h a d  is s u e s  a ro u n d  h a v in g  a  c h ild  w ith  a u t ism , s u c h  a s  fe a r  fo r  
th e ir  fu tu re . A lth o u g h  th e y  w e re  la rg e ly  u n a b le  to  id e n tify  th e ir o w n  c o p in g  
s tra te g ie s , o f te n  k e e p in g  fe e lin g s  in  u n t i l th e y  c a m e  o u t a s  a n g e r , s o m e  fa th e rs  
d id  a d o p t a  s tra te g y  o f ‘ta k in g  a  p h ilo s o p h ic a l p e rs p e c t iv e ’ (p .6 4 1 ) , try in g  to  
k e e p  th in g s  in  p e rs p e c tiv e  o r m a k e  th e  b e s t o f th in g s  a n d  s e e in g  fa m ily  
p ro b le m s  a s  m in o r in  re la t io n  to  o th e r w o r ld  e v e n ts . M o th e rs  re lie d  m o re  o n  
le t t in g  fe e lin g s  o u t th ro u g h  c ry in g  o r s h a r in g  w ith  fr ie n d s  a n d  ta k in g  c o m fo r t 
f ro m  th e  s u p p o r t  o f  s p o u s e s  o r  f ro m  re lig io u s  fa ith .
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A social construction perspective
A v d i e t a l. (2 0 0 0 )  ta k e  th e  v ie w p o in t th a t a t t i tu d e s  to  a u t is m  a n d  im p a irm e n t a re  
s o c ia lly  c o n s tru c te d :
re c e iv in g a d ia g n o s is o f a u t is m  is a c om p le x a n d  
p o w e r fu lly  e m o t iv e  e x p e r ie n c e  fo r p a re n ts , w h ic h  d ra w s  
h e a v ily  fro m  th e  s o c ia l c o n te x t a n d  c u ltu ra lly  a v a ila b le  
m e a n in g s  a b o u t a u tis m , d is a b il ity , n o rm a lity , d e v ia n c e  a n d  
d if fe re n c e . . . (p .2 4 3 )
T h e  p a re n ts  in  th e ir  s tu d y  v ie w e d  a u t is m  a s  th e  ‘e n e m y  f ro m  w ith in ’ (p .2 4 8 ) a n d  
s a w  th e m s e lv e s  a s  in  c o n s ta n t b a t t le  w ith  it to  s to p  th e ir  c h ild  f ro m  re g re s s in g  
b a c k  in to  a n  a u t is t ic  s ta te . P a re n ts  re m a in  in  a  c o n t in u a l s ta te  o f a le r t  fo r  s ig n s  
o f th is . A v d i e t a l. (2 0 0 0 ) s e e  a  s e a rc h  fo r a  c a u s e  a s  a n  in e v ita b le  re s u lt o f  
c o n s tru c tin g  a  c h ild  a s  ‘d e v ia t in g  f ro m  n o rm a lity ’ (p .2 4 9 ) , o f te n  le a d in g  m o th e rs ,  
in  p a r t ic u la r , to  lo c a te  th e  c a u s e  o f th e  p ro b le m  w ith in  th e m s e lv e s  o r  s o m e  a c t 
th e y  h a d  c o m m it te d  d u r in g  p re g n a n c y . T h e s e  re s e a rc h e rs  fo u n d  th a t s e c u r in g  a  
d ia g n o s is  re s u lte d  in  c h ild re n  b e in g  s c ru t in is e d  a n d  a n a ly s e d . P a re n t-c h ild  
re la t io n s h ip s  th e n  a d o p te d  a  te a c h in g  o r c u r in g  fo c u s , th e re b y  ta k in g  s o m e  o f 
th e  ‘fu n ’ (p .2 5 0 ) o u t o f th e  re la t io n s h ip . O n c e  th e ir  c h ild  h a d  b e e n  g iv e n  th e  
d ia g n o s is  o f a u tis m , th e n  h e /s h e  c o u ld  n o  lo n g e r , ‘b e  c o n s tru c te d  a s  n o rm a l’ 
(p .2 5 0 ) . P a re n ts  m a y th e n  fe e l in h ib ite d  fro m  in te ra c t in g  w ith  th e ir c h ild , 
p e rc e iv in g  th e m s e lv e s  a s  la c k in g  th e  e x p e r t s k il ls  n e e d e d  to  h e lp  c h ild re n  w ith  
a u tis m ; p a re n tin g  is  fe lt to  b e  in s t in c tu a l in  re la t io n  to  ‘n o rm a l’ c h ild re n  b u t 
s o m e th in g  th a t n e e d s  to  b e  ta u g h t fo r  p a re n ts  o f d is a b le d  c h ild re n  (A v d i e t a l. ,  
2 0 0 0 ) .
M u rra y  (2 0 0 0 ) a rg u e s  th a t th e  a t t itu d e s  th a t p a re n ts  a d o p t to  d is a b il i ty  w il l, in  
a d d it io n , im p a c t u p o n  th e ir  re la t io n s h ip s  w ith  p ro fe s s io n a ls :
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th e  d e m a n d s  o f p a re n ts  w h o  v ie w  th e ir d is a b le d  c h ild  
p o s it iv e ly  (G o o d e y , 1 9 9 1 ; M u r ra y  &  P e nm a n , 1 9 9 6 ) a re  
v e ry  d if fe re n t f ro m  th o s e  w h o  s tru g g le  w ith  a c c e p tin g  th e ir  
d is a b le d  c h ild  (H a n n a m , 1 9 8 8 ; M e y e r , 1 9 9 5 ) (p .6 8 4 ) .
Reframing understanding
P a re n ts  o f  c h ild re n  w ith  A S D s  m a y  g o  th ro u g h  s e v e ra l p e r io d s  o f  re fra m in g  th e ir  
u n d e rs ta n d in g  o f w h o  th e y  a re  a n d  th e ir  a t t itu d e s  to w a rd s  d is a b il i ty . A s  a u tis m  
is  o f te n  n o t d ia g n o s e d  u n t i l a ro u n d  th e  a g e  th a t c h ild re n  b e g in  to  u s e  la n g u a g e , 
p a re n ts  o f te n  a s s u m e , f irs t , th a t th e y  h a v e  a  ‘n o rm a lly ’ d e v e lo p in g  c h ild  a n d  a re  
th e re fo re  a  ‘n o rm a l’ fa m ily  (S ie g e l, 1 9 9 6 ; R a n d a ll a n d  P a rk e r , 1 9 9 9 ; S c h a ll,  
2 0 0 0 ) . If tra d it io n a l m e th o d s o f b e h a v io u r m a n a g em e n t h a v e n o t b e e n  
s u c c e s s fu l a n d /o r th e ir c h ild re n  d o n o t s e e m  to  b e re s p o n d in g  to  th em  
e m o t io n a lly , l ik e  th e ir  f r ie n d s ’ c h ild re n , th e n  p a re n ts  m a y  p e rc e iv e  o f  th e m s e lv e s  
a s  ‘in c o m p e te n t p a re n ts ’ (D u n n  e t a l. , 2 0 0 1 ) . O n  le a rn in g  th a t th e ir c h ild re n  
h a v e  im p a irm e n ts , p a re n ts  s ta r t to  re -e v a lu a te  th is  a s s e s sm e n t. A t th e  s a m e  
t im e  th e y  b e c o m e  a c u te ly  a w a re  o f w h a t b e in g  d is a b le d  m e a n s to  th e m  
(G illm a n  e t a l. , 2 0 0 0 ; M u r ra y , 2 0 0 0 ; W a ltz , 2 0 0 1 ) . C a s e  (2 0 0 0 ) m a k e s  s e v e ra l 
s u g g e s t io n s  a s  to  h o w  p a re n ts  m ig h t b e  s u p p o r te d  th ro u g h  th e  re fra m in g  
p ro c e s s . Q u in e  &  R u tte r (1 9 9 4 , c ite d  C a s e , 2 0 0 0 ) s tre s s  th e  im p o r ta n c e  o f 
p ro fe s s io n a ls  b e in g , ‘. . .s ym p a th e t ic , d ire c t a n d  a p p ro a c h a b le , e m p a th e t ic  a n d  
g o o d  c o m m u n ic a to rs ’ (p .2 8 6 ) . T h e y  s h o u ld  re la te  to  p a re n ts  a s , ‘ . . .p e o p le  f ir s t,  
p ro fe s s io n a ls  s e c o n d . ’ (p .2 8 3 ) . T h o r in  &  Irv in  (1 9 9 2 , c ite d  O r lo w s k a , 1 9 9 5 ) ,  
w r it in g  n o w  th ir te e n  y e a rs  a g o , d e s c r ib e d  it , e v e n  th e n , a s  a  m a tte r  o f ‘c o m m o n  
s e n s e ’ fo r p ro fe s s io n a ls to  lis te n  to  fa m ily m em b e rs , ‘. . .b e fo re  m a k in g  
a s s um p tio n s  a b o u t s u p p o r t n e e d s . ’ (p .4 4 1 ) . C a s e  (2 0 0 0 ) a rg u e s  th a t w h a t w il l 
h a p p e n  in  th e  fu tu re  is  a n  is s u e  th a t a c t iv e ly  c o n c e rn s  p a re n ts . P ro fe s s io n a ls ,  
h e  a rg u e s , n e e d  to  re s p o n d  to  th is  p o s it iv e ly  b u t re a lis t ic a lly  to  h e lp  p a re n ts
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p la n  a h e a d . C a s e  (2 0 0 0 : 2 8 2 )  s u g g e s ts  th a t fa m il ie s , ‘ . . .w il l re s p o n d  p o s it iv e ly  
to  h u m a n e  , s k il le d  in te rv e n t io n , ra th e r  th a n  th e  a b ru p t, u n c a r in g  a n d  n e g a t iv e  
m a n n e r o f p ro fe s s io n a ls in th is (C a s e ’s ) s tu d y . . . ’ a n d h e a rg u e s th a t  
c o u n s e ll in g , e s p e c ia lly  a f te r  d ia g n o s is , is  o n e  w a y  o f  p ro v id in g  th is  s u p p o r t.
Living in the present
F is h e r a n d  G o o d le y  (2 0 0 5 ) e m p h a s is e  th e  im p o r ta n c e  o f b e in g  a b le  to  ‘f re e ’ 
p a re n ts  u p  f ro m  fe a r  o f  th e  fu tu re  to  e n a b le  th e m  to  e n jo y  th e  h e re  a n d  n o w  w ith  
th e ir  c h ild re n . In  a  p a p e r u n d e r  d e v e lo p m e n t, th e y  te rm  th is , a f te r th e  w o rk  o f 
D e le u z e  a n d  G u a tta r i (1 9 8 7 : 4 , c ite d  F is h e r  a n d  G o o d le y , 2 0 0 5 ), ‘th e  p h ilo s o p h y  
o f th e  p re s e n t a n d  b e c om in g ’ a n d  a rg u e  th a t w h e n  p ro fe s s io n a ls  s u p p o r t  
p a re n ts  w ith  e n jo y in g  th e  m om e n t, v a lu in g  th e ir  c h ild re n  fo r  w h o  th e y  a re , th e n  
p a re n t-p ro fe s s io n a l re la t io n s h ip s a re  e x p e r ie n c e d  a s b e in g ‘e n a b lin g ’ a n d  
‘p o s it iv e ’ (p .1 7 ) . H a s t in g s  a n d  J o h n s o n  (2 0 0 1 ) re c o m m e n d  th a t le v e ls  o f s t re s s  
in  fa m il ie s  o f c h ild re n  w ith  A S D s  m ig h t b e  le s s e n e d  if p ro fe s s io n a ls  s u p p o r t  
p a re n ts  w ith  id e n t ify in g  a n d  c e le b ra t in g  th e ir s tre n g th s  a n d  c a p a b il i t ie s  a s  a  
fa m ily , a c c e p tin g  th e  in e v ita b il i ty  o f s o m e  ‘n e g a tiv e ’ e v e n ts  a n d  b y  p u t t in g  ‘a  
m o re  p o s it iv e  s p in  o n  p ro b le m s ’ (p .3 3 5 ) to  a v o id  d is c o u ra g in g  fa m ily  m em b e rs . 
In  v a lu in g  th e  p o s it iv e s  o f th e  p a re n t in g  e x p e r ie n c e , in  th is  w a y , p ro fe s s io n a ls  
m a y  b e g in  to  fo c u s  m o re  o n  re m o v in g  d is a b lin g  b a r r ie rs  to  e n t it le m e n t ra th e r  
th a n  c o n t in u in g  to  lo c a te  th e  ‘p ro b le m ’ w ith in  th e  c h ild  a n d  th e  fa m ily . T h e y  m a y  
e x p e r ie n c e  a  s h if t  in  fo c u s  f ro m  a n  in d iv id u a l m o d e l o f  d is a b il i ty  to w a rd s  a  s o c ia l 
o n e  (O liv e r , 2 0 0 3 ) .
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The social model of disability
R e fe re n c e  to  th e  s o c ia l m o d e l o f d is a b il i ty  is  e m b e d d e d  w ith in  th is  d is s e r ta t io n .  
T h is  s e c t io n  s e rv e s  to  id e n t ify  th e  k e y  p r in c ip le s  th a t u n d e rp in  th is  th e o ry  o f 
d is a b ili ty  a n d  m a k e  c le a r  m y  o w n  p o s it io n  in  re la t io n  to  th e  m o d e l.
F o r th e  p a s t th ir ty  y e a rs  d is a b il i ty  d is c o u rs e  in  th e  U n ite d  K in g d om  (U K ) h a s  
b e e n  d o m in a te d  b y  th e  e m e rg e n c e  a n d  re f in e m e n t o f th e  s o c ia l m o d e l (S w a in  
e t a l. , 2 0 0 3 ; T h om a s , 2 0 0 4 ) . T h is  m e a n s  o f  u n d e rs ta n d in g  d is a b il i ty  h o ld s  th a t it  
is  n o t p e o p le ’s  b o d ie s  th a t p re v e n t th e m  fro m  e n g a g in g  fu lly  w ith  s o c ie ty  b u t 
‘d is c r im in a t io n  a n d  p re ju d ic e ’ (S h a k e s p e a re , 1 9 9 2 , c ite d  S w a in  a n d  F re n c h , 
2 0 0 0 : 5 7 1 ) . T h e  b a rr ie rs  e x p e r ie n c e d  b y  d is a b le d  p e o p le , ‘p e rm e a te  e v e ry  
a s p e c t o f th e  p h y s ic a l a n d  s o c ia l e n v iro nm e n t ’ (S w a in  e t a l. , 2 0 0 3 : 1 3 8 ) . A  
d is t in c t io n  is  m a d e , th e re fo re , b e tw e e n  im p a irm e n t a n d  d is a b il ity . Im p a irm e n t is  
d e f in e d  a s , ‘th e  fu n c t io n a l lim ita t io n  w ith in  th e  in d iv id u a l c a u s e d  b y  p h y s ic a l,  
m e n ta l o r  s e n s o ry  im p a irm e n t ’ (B a rn e s , 1 9 9 1 , c ite d  T re g a s k is , 2 0 0 2 : 4 5 8 ) a n d  
d is a b il i ty  a s , ‘th e  lo s s  o r  l im ita t io n s  o f  o p p o r tu n it ie s  to  ta k e  p a r t in  th e  n o rm a l l i fe  
o f th e  c o m m u n ity  o n  a n  e q u a l le v e l w ith  o th e rs  d u e  to  p h y s ic a l a n d  s o c ia l 
b a r r ie rs . ’ (B a rn e s , 1 9 9 1 , c ite d  T re g a s k is , 2 0 0 2 : 4 5 8 ) . P ro p o n e n ts  o f th e  s o c ia l 
m o d e l a rg u e  th a t it is  la rg e ly  th e  m e d ic a l e s ta b lis h m e n t w h o  p a th o lo g is e  
in d iv id u a ls , b y  d e f in in g  th em  th ro u g h  a  v a r ie ty  o f n e g a t iv e  a n d  d is em p o w e r in g  
la b e ls  s u c h  a s  ‘d if fe re n t ’ , ‘d e v ia n t’ , ‘a b n o rm a l ’ o r  ‘in v a lid ’ .
T h e  in d iv id u a l m o d e l is  s o  te rm e d  b e c a u s e  it lo c a te s  th e  p ro b lem  w ith in  th e  
in d iv id u a l w ith  a n  im p a irm e n t a n d  s e e s  th e  o n ly  s o lu t io n  a s  c h a n g in g  th a t  
p e rs o n  to  m a k e  th e m  a s  ‘n o rm a l’ a s  p o s s ib le  (O liv e r , 1 9 9 6 ; T h o m a s , 2 0 0 4 ) . F o r  
th e  s o c ia l m o d e l, it is  s o c ie ty  th a t is  to  b la m e  fo r d e n y in g  d is a b le d  p e o p le  
e q u a lity  th ro u g h a v a r ie ty  o f p ra c t ic e s . T h e s e  in c lu d e  d e n y in g  a c c e s s  to  
e m p lo ym e n t a n d th e re b y  m a k in g d is a b le d p e o p le  d e p e n d e n t o n c h a r ity
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(B a rn e s , 2 0 0 0 ) , p re v e n tin g p h y s ic a l a c c e s s to s o c ia l s p a c e s a n d n o t 
re c o g n is in g  n o n  s p o k e n  s y s te m s  o f c o m m u n ic a t in g  a n d  s e g re g a t io n  th ro u g h  
s p e c ia lis e d  s c h o o lin g . I t is  n o t th e  im p a irm e n t th a t e x c lu d e s  th e  p e rs o n  fro m  
ta k in g  p a r t in  s o c ie ty  b u t th e s e  re s tr ic t io n s  im p o s e d  b y  s o c ie ty . In  o rd e r fo r  
d is a b ili ty  to  b e  e lim in a te d , th e  s o c ia l m o d e l c a lls  fo r  a n  in te g ra te d  a p p ro a c h , b y  
s e rv ic e  p ro v id e rs , to id e n t ify in g a n d re m o v in g th e b a r r ie rs to in c lu s io n  
(C am p b e ll, 2 0 0 2 ) . I t is  c la im e d  th a t th is  w il l e n a b le  p e o p le  w ith  im p a irm e n ts  to  
h a v e  c o n tro l o v e r th e ir o w n  liv e s  (C am p b e ll, 2 0 0 2 ) . In  o rd e r fo r th is  to  b e  
a c h ie v e d , p ro fe s s io n a ls , s u p p o r t in g p e o p le w ith im p a irm e n ts , m u s t b e  
c o m m it te d  to  p ro m o tin g  th is  a u to n om y  (C am p b e ll, 2 0 0 2 ) . T h e  e m p o w e rm e n t 
a n d  p o lit ic is a t io n  o f d is a b le d  p e o p le  is  a  d e f in in g  p r in c ip le  o f th e  s o c ia l m o d e l 
(O liv e r , 1 9 9 7 ; S w a in  e t a l. , 2 0 0 3 ) w ith  d is a b le d  a n d n o n -d is a b le d  p e o p le  
w o rk in g  to g e th e r  to  a c h ie v e  c h a n g e  (G o o d le y , 2 0 0 1 ) .
R e c e n t ly  th e  s o c ia l m o d e l h a s  b e e n  c h a lle n g e d  b y  a t te m p ts  to  re a s s e r t a  
re la t io n s h ip  b e tw e e n  im p a irm e n t a n d  d is a b il i ty  (G o o d le y , 2 0 0 1 ; S h a k e s p e a re  
a n d  W a ts o n , 2 0 0 1 ; T h o m a s , 2 0 0 2 ; 2 0 0 4 ) . P ro p o n e n ts  o f  th e  s o c ia l m o d e l h a v e  
b e e n  a c c u s e d  o f re fu s in g  to  a c k n o w le d g e  th e  p o te n tia l ly  d is a b lin g  im p a c t o f  
im p a irm e n t (H u m p h re y , 2 0 0 0 ; S h a k e s p e a re  a n d  W a ts o n , 2 0 0 1 ; T h o m a s , 2 0 0 4 )  
a lth o u g h  B a rn e s  (2 0 0 2 : 4 4 3 ) re fu te s  th is  a s  a  ‘m is in te rp re ta t io n  (o f th e  s o c ia l 
m o d e ,) b y  s o m e  d is a b il i ty  a c t iv is ts ’ (s e e  a ls o , O liv e r , 1 9 9 4 ; T h om a s , 2 0 0 2 ) . 
G o o d le y  (2 0 0 1 ) a rg u e s  th a t c e r ta in  g ro u p s , s u c h  a s p e o p le  w ith  le a rn in g  
d if f ic u lt ie s  a n d  th o s e  w ith  p ro fo u n d im p a irm e n ts  (B re t t , 2 0 0 2 ) , h a v e  b e e n  
e x c lu d e d fro m  th e s o c ia l m o d e l th ro u g h th e ir p e rc e iv e d id e n t ity a s  
‘u n s o c ia lis a b le ’ (G o o d le y , 2 0 0 1 ) . D e a l (2 0 0 3 ) a ls o  q u e s t io n s  th e  h o m o g e n y  o f 
th e  d is a b il ity  m o v e m e n t b y  e x p o s in g  w ith in  it a  h ie ra rc h y  o f im p a irm e n ts : th o s e  
w ith  p h y s ic a l im p a irm e n t a n d  th e  a b il ity  to  w o rk  c o lle c t iv e ly  d o m in a te  w h ile
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th o s e  w ith  in te lle c tu a l a n d /o r s o c ia l im p a irm e n t a re  m a rg in a lis e d  w ith in  th e  
m o v e m e n t. U n s u rp r is in g ly , th e re fo re , th e re  a p p e a rs  to  b e  n o  s p e c if ic  d is c u s s io n  
a ro u n d  p e o p le  w ith  a u t is m  w ith in  th e  s o c ia l m o d e l. N o r c o u ld  I f in d , w ith in  
a u t is m -fo c u s e d  ‘p ro fe s s io n a l g u id a n c e ’ lite ra tu re , a n y  re fe re n c e  to  th e  s o c ia l
m o d e l.
A u t is m  is  d e f in e d  b y  a  tr ia d  o f im p a irm e n ts  (W in g , 1 9 9 6 ) , a  d e s c r ip t io n  w h ic h  
a r is e s  fro m  a  d e f ic it fo c a l p o in t. H o w e v e r , W in g  (2 0 0 4 ) h a s  a ls o  d e s c r ib e d  
a u tis m , a s  b e in g  a  p ro b le m  o f o th e r p e o p le , in  th e  s e n s e  th a t th o s e  w ith o u t  
a u t is m  o p e ra te  s y s te m s  th a t e x c lu d e  th o s e  w h o  h a v e  th e  s y n d ro m e . In  th is  
d e s c r ip t io n  th e  ‘p ro b le m ’ is  lo c a te d  n o t w ith in  th e  in d iv id u a l b u t w ith in  s y s te m s  
e x te rn a l to  th e m . A  c e n tra l te n e t o f  th e  s o c ia l m o d e l, w h ic h  d e f in e s  th e  d is a b il i ty  
‘m o v e m e n t ’ (H u m p h re y , 2 0 0 0 ) , is  c o lle c t iv e  a c t io n  (G o o d le y , 2 0 0 1 ; S w a in  e t a l,  
2 0 0 3 ; T h o m a s , 2 0 0 4 ) . L is ic k i (c ite d , O liv e r , 1 9 9 7 : 2 4 5 ) d e f in e s  th e  d is a b il i ty  
m o v e m e n t a s , ‘a  s e t o f p e o p le  th a t h a v e  s o m e h o w  m a d e  a  c o n n e c tio n  w ith  a  
s e t o f id e a s ’ . T h is  ra is e s  th e  q u e s t io n  a s  to  w h a t e x te n t th e  ‘s o c ia l im p a irm e n t ’ 
o f a u tis m  h a s  a n d  w il l le a d  to  th e  e x c lu s io n  o f p e o p le  w ith  A S D s  fro m  th e  
‘m o v em e n t ’ b e c a u s e  o f its  in tr in s ic a lly  ‘s o c ia l ’ n a tu re . N o r is  th e  p o s it io n  o f 
p a re n ts  o f d is a b le d  p e o p le  m a d e  e x p lic it  w ith in  th e  m o d e l. A re  th e y , ‘fu l ly  p a id  
u p ’ m em b e rs  b y  v ir tu e  o f b e in g  a ls o  d is a b le d  (D o w lin g  a n d  D o la n , 2 0 0 1 ) a ll ie s  
o f th e  m o v e m e n t (B re t t , 2 0 0 2 ) , a  to o l o f d is a b le m e n t th e m s e lv e s  (G a r th  a n d  
A ro n i, 2 0 0 3 ; L a n d sm a n , 2 0 0 5 ) o r  th e  e n em y , fe rv e n t u p h o ld e rs  o f  th e  in d iv id u a l 
m o d e l (D a w s o n , 2 0 0 3 )?  T h e  d is a b il i ty  c o m m u n ity  its e lf is  n o t y e t in c lu s iv e  
(H um p h re y , 2 0 0 0 ) ; p a re n ts , p e o p le  w ith  le a rn in g  d if f ic u lt ie s  a n d  th o s e  w ith  
s o c ia l im p a irm e n t re m a in v o ic e le s s a n d d is em p ow e re d e v e n w ith in  th e
m o v e m e n t.
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W h ile  th e  s o c ia l m o d e , h a s  b e e n  th o ro u g h ly  ‘th e o r is e d ’ a n d  ‘p ro b le m a t is e d ’ b y  
re s e a rc h e rs ,  th e re  a re  v e ry  fe w  p ra c t ic a l s u g g e s tio n s  w ith in  th e s e  p a p e rs  w h ic h  
m ig h t s u p p o r t e ith e r d is a b le d p e o p le  o r th e ir ‘a ll ie s ’ (B re t t, 2 0 0 2 ) w ith  
id e n t ify in g  a n d  d ism a n t l in g  b a rr ie rs  to  in c lu s io n . W e  n o w  h a v e , a m o n g s t m a n y  
o th e rs , a  s o c ia l m o d e l (O liv e r , 1 9 9 6 ) , a n  a ll ia n c e  m o d e l (B re t t , 2 0 0 2 ) , a n  
a f f irm a t io n  m o d e l (S w a in  a n d  F re n c h , 2 0 0 0 )  a n d  a  p s y c h o s o c ia l o n e  (W o o lfs o n ,  
2 0 0 4 ) . T re g a s k is  (2 0 0 0 ) a rg u e s  th a t c o n c e p tu a lis in g  d is a b il i ty  in  th is  w a y  h a s  
b e e n  im p o r ta n t fo r  d is a b le d  p e o p le  in  th a t it  h a s  h e lp e d  th e m  to  m a k e  s e n s e  o f 
th e ir  o w n  e x p e r ie n c e  a n d  s h if te d  th e  fo c u s  o f b la m e , fo r e x c lu s io n , fro m  th e  
in d iv id u a l to  s o c ie ty . A ls o  le g is la t io n , in fo rm e d  b y  th e  s o c ia l m o d e , h a s  g o n e  
s o m e  w a y  to  s ta r t  th e  p ro c e s s  o f  in c lu s iv e  p ra c t ic e  (e .g . D is a b ili ty  D is c r im in a t io n  
A c t , 1 9 9 5 , S p e c ia l N e e d s  a n d  D is a b il ity  A c t , 2 0 0 1 ) . In  s p ite  o f th is , h o w e v e r ,  
d is a b le d  p e o p le  c o n t in u e  to  s u f fe r s o c ia l e x c lu s io n  (O ’G ra d y  e t a l. , 2 0 0 4 ).  
W ith in  m y  o w n  lo c a l a u th o r ity  it is  e s t im a te d  th a t n in e ty  f iv e  p e rc e n t o f p e o p le  
w ith  le a rn in g  d if f ic u lt ie s  a re  u n em p lo y e d  (H e sm o n d h a lg h  a n d  B re a k e y , 2 0 0 1 )  
a n d  th e  N a t io n a l A u t is t ic  S o c ie ty  c la im s  th a t o n ly  s ix  p e rc e n t o f p e o p le  w ith  
a u t is m  o r A s p e rg e r s y n d rom e  a re  in  fu ll t im e  w o rk  (B a rn a rd  e t a , . , 2 0 0 1 ) . 
E d u c a t io n a l le g is la t io n  a n d  g u id a n c e  h a s  ra is e d  p a re n ts  o f d is a b le d  c h ild re n  to  
th e  p o s it io n  o f ‘p a r tn e r ’ . E x a m p le s o f th e s e  a re  T h e C o d e o f P ra c t ic e  
(D e p a r tm e n t fo r E d u c a t io n  (D fE ) , 1 9 9 4 ) , M e e t in g  S p e c ia l E d u c a t io n a l N e e d s  
(D e p a r tm e n t fo r E d u c a t io n  a n d  E m p lo ym e n t (D fE E ), 1 9 9 8 ) a n d  E v e ry  C h ild  
M a tte rs  (D fE S , 2 0 0 3 ) b u t th e s e  a p p e a r to  c re a te  p a r tn e rs h ip s  in  ‘n a m e ’ o n ly . 
A lth o u g h  it h a s  b e e n  s u g g e s te d  th a t th e re  h a s  b e g u n  to  b e  s o m e  im p ro v e m e n t 
in  p ro fe s s io n a l-p a re n t re la t io n s h ip s , w ith  th e  p a re n t n o w  ‘c a s t ’ in  th e  ro le  o f 
‘c o n s u m e r ’ (C a s e , 2 0 0 1 ), th is  re la t io n s h ip  c o n tin u e s  to  b e  d om in a te d  b y  
p ro fe s s io n a l d is c o u rs e  (G illm a n  e t a l. , 2 0 0 0 ; M u rra y , 2 0 0 0 ; B re t t, 2 0 0 2 ) .
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A lth o u g h  th e  le g is la t io n  m a y  c h a n g e , it is  u n c le a r w h e th e r th e  a t t itu d e s  a n d  
p e rc e p tio n s  o f n o n -d is a b le d  p e o p le  a re  e v o lv in g  a lo n g s id e  th is  (T re g a s k is ,  
2 0 0 0 ; T h o m a s , 2 0 0 2 ) .
T h e  s o c ia l m o d e l m a y , th e re fo re , h a v e  ra d ic a lis e d  th e  c o lle c t iv e  id e n t ity  o f 
p e o p le  w ith  p h y s ic a l im p a irm e n ts . T o  w h a t e x te n t th is  h a s  o c c u r re d  a ls o  fo r  
p e o p le  w ith  in te lle c tu a l im p a irm e n t, s o c ia l im p a irm e n t o r  th e  fa m il ie s  o f  d is a b le d  
p e o p le  re m a in s le s s  c le a r . W h ile  a c a d em ic s  h a v e  a c t iv e ly  c o n c e p tu a lis e d  
d is a b il ity , p ro fe s s io n a ls  a re  le f t w ith  lit t le  g u id a n c e  o n  h o w  to  id e n t ify  a n d  
d is a s s e m b le  b a rr ie rs  to  in c lu s io n  w ith in  th e ir  o w n  p a r t ic u la r f ie ld . L a n d sm a n  
(2 0 0 5 ) c la im s  th a t m o th e rs  o f d is a b le d  c h ild re n  re m a in  la rg e ly  u n a w a re  o f th e  
e x is te n c e  o f a  s o c ia l m o d e l o f d is a b il ity , a lth o u g h  th e y  a re  s e n s it is e d  to  th e  
d is a b lin g  im p a c t o f o th e r  p e o p le ’s  a t t i tu d e s . W h ile  th e  im p o r ta n c e  o f re fra m in g  
p a re n ta l a t t itu d e s  (d is c u s s e d  e a r lie r ) is  e m p h a s is e d  w ith in  th e  lite ra tu re , a g a in  
th e re  is  l i t t le  g u id a n c e  o n  h o w  to  a c h ie v e  th is . R a th e r th a n  a d d in g  to  th e  m e n u  
o f d is a b il i ty  m o d e ls  I a rg u e  th a t it is  n o w  t im e  fo r  a c a d e m ic s  to  e m a n c ip a te  th e  
p ro fe s s io n a l a g e n d a  b y  fo rm u la t in g  a  c le a r ly  a r t ic u la te d  a n d  p ra c t ic a l a g e n d a  
fo r  c h a n g e . P a re n ts  lo c a te  th e  p ro b le m  w ith in  s o c ie ty  b u t th e  s o lu t io n  w ith in  th e  
c h ild ; o n  a  p ra c tic a l le v e l, th e  c h ild  is  s t i l l s e e n , b y  p a re n ts  a n d  p ro fe s s io n a ls ,  a s  
e a s ie r  to  c h a n g e  th a n  th e  a t t itu d e s  o f  o th e rs  (L a n d sm a n , 2 0 0 5 ) .
T h is  l i te ra tu re  re v ie w  h a s  b e e n  p re s e n te d  in  tw o  p a r ts  to  i l lu s tra te  h o w  m y  o w n  
k n o w le d g e  a n d  u n d e rs ta n d in g  o f th e  e x p e r ie n c e s  o f p a re n ts  o f c h ild re n  w ith  
A S D s  w a s  in fo rm e d  a n d  re fo rm u la te d  th ro u g h  in te rv ie w in g  th e  p a re n ts  fo r  th is  
s tu d y . R a th e r  th a n  th e  lite ra tu re  in fo rm in g  th e  re s e a rc h  q u e s t io n  it h a s  b e c o m e  
p a r t o f th e  d a ta , il lu m in a t in g  th e  p h e n om e n o n  b e in g  s tu d ie d  (G la s e r a n d  
S tra u s s , 1 9 6 7 ; S ilv e rm a n , 2 0 0 0 ) . I n o w  c o n s id e r th e  ‘g u id a n c e ’ a n d  re s e a rc h
4 3
l i te ra tu re  w h ic h  h a d  in fo rm e d  m y  p re v io u s  p ro fe s s io n a l p ra c t ic e  (e .g . J o rd a n  
a n d  P o w e ll, 1 9 9 5 ; W in g , 1 9 9 6 ; H o w lin , 1 9 9 8 ; R a n d a ll a n d  P a rk e r , 1 9 9 9 ) to  h a v e  
a n  in d iv id u a l m o d e l fo c u s  o n  th e  n e g a tiv e  a s p e c ts  o f  th e  p a re n tin g  e x p e r ie n c e . I 
a rg u e  th a t , a lth o u g h  s o m e  a u t is m  s p e c if ic  l i te ra tu re  is  n o w  p re s e n tin g  a  m o re  
b a la n c e d  v ie w  (e .g . T a m s , 2 0 0 1 ; M o o re , 2 0 0 5 ) ,- re p o r ts  o n  th e  e x p e r ie n c e s  o f 
c h ild re n  w ith  A S D s  c o n t in u e  to  b e  ‘f irm ly  ro o te d ’ w ith in  th e  in d iv id u a l m o d e l o f  
d is a b ili ty  (O liv e r , 1 9 9 6 ; A v d i e t a l. , 2 0 0 0 ) . P a re n ts  o f d is a b le d  c h ild re n  c o n t in u e  
to  b e  p re s e n te d  a s ‘o th e r ’ (F o u c a u lt , 1 9 7 2 ; M u rra y , 2 0 0 0 ) , w ith  p a re n tin g  
e x p re s s e d  e ith e r  a s  a  t ra g ic  o r  s a in t ly  o c c u p a tio n  (M u r ra y , 2 0 0 0 ) .
In  o rd e r to  f in d  a c c o u n ts  o f  th e  p a re n tin g  e x p e r ie n c e  w h ic h  w e re  m o re  ‘ in  tu n e ’ 
w ith  th o s e  re v e a le d  th ro u g h  m y  o w n  re s e a rc h  I tu rn e d  to  g e n e r ic  d is a b il ity  
re s e a rc h . H e re  w e re  fo u n d  n u m e ro u s  re p o r ts  (M u r ra y , 2 0 0 0 ) o f th e  e v e ry d a y , 
p o s it iv e  a s p e c ts  o f p a re n tin g  (e .g . A n d e rs o n , 1 9 9 1 ; K e lly , S . , 2 0 0 5 ) . A lth o u g h  
c o n c e p tu a l m o d e ls  o f  d is a b il ity  a p p e a re d  to  h a v e  b e e n  e f fe c t iv e ly  ig n o re d  w ith in  
th e  a u t is m  s p e c if ic  l i te ra tu re , th o s e  w ith in  g e n e r ic  d is a b il i ty  s tu d ie s  id e n t ify  th e  
s o c ia l b a rr ie rs  w h ic h  d is em p o w e r a n d  d is a b le  fa m il ie s  (A v d i e t a l., 2 0 0 0 ; 
M u rra y , 2 0 0 0 ; C a s e  2 0 0 0 ; D o w lin g  a n d  D o la n , 2 0 0 1 ; W o o lfs o n , 2 0 0 4 ) . W h ile  it  
is  re c o g n is e d  th a t p a re n ts  o f c h ild re n  w ith  a u t is m  m ig h t h a v e  p a r t ic u la r  
c o n c e rn s , a r is in g  o u t o f h o w  th e ir  c h ild  is  e x p e r ie n c in g  th e  w o r ld  (S c h a ll, 2 0 0 0 ; 
T u n a li a n d  P o w e r, 2 0 0 2 ) , th is  is  f ra m e d  a s  p a r t o f th e  ‘n o rm a l’ c o m p le x it ie s  o f  
th e  p a re n tin g  e x p e r ie n c e  (G ra y , 2 0 0 2 ; 2 0 0 3 ; L u p to n  a n d  S c h m ie d , 2 0 0 2 ; T u n a li 
a n d  P o w e r , 2 0 0 2 ) .
I a rg u e  th a t  th e  l i te ra tu re  o n  d is a b il ity  in fo rm s  u s  th a t in  o rd e r  to  s u p p o r t p a re n ts
e ffe c t iv e ly  p ro fe s s io n a ls  w il l n e e d  f irs t to  d e f in e  a n d , if n e c e s s a ry , re fo rm u la te
th e ir  o w n  p o s it io n  to w a rd s  d is a b ili ty  (T u n a li a n d  P o w e r , 2 0 0 2 ; W o o lfs o n , 2 0 0 4 ;
K e lly , S . , 2 0 0 5 ) . O n ly  th e n , w il l th e y  b e  a b le  to  h e lp  p a re n ts  th ro u g h  th is  s a m e  
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p ro c e s s . T o  d o  s o , p ro fe s s io n a ls  w il l n e e d  to  c h a lle n g e  th e  in d iv id u a l m o d e l w ith  
its  fo c u s  o n  im p a irm e n t a n d  a  ‘n e e d s ’ le d  a p p ro a c h  (T re g a s k is , 2 0 0 2 ) . In s te a d  
th e y  s h o u ld  e m b ra c e  th e  s o c ia l m o d e l, fo c u s in g  ‘o n  th e  c h ild ’s  s tre n g th s , th e ir  
a s p ira t io n s  a n d  o p p o r tu n it ie s  to  a c h ie v e  th em ’ (R u s s e ll, F . , 2 0 0 3 :1 4 8 ) .
T h e  th e m e s  e m e rg in g  fro m  th is  s tu d y , s u p p o r te d  b y  th o s e  fo u n d  in  th e  re c e n t 
l i te ra tu re , s u g g e s t th a t p a re n ts  re q u ire  a  ra n g e  o f re s p o n s e s  f ro m  p ro fe s s io n a ls  
w h o  a re  s e n s it iv e  to  th e  p a re n ts ’ p o s it io n s  a n d  w h o  re c o g n is e  a n d  v a lu e  
p a re n ts ’ p o s it iv e  e x p e r ie n c e s . A lth o u g h  fa m il ie s  m a y  a d o p t n e w  p a tte rn s  o f 
b e h a v io u r  to  re s p o n d  to  s p e c if ic  s u p p o r t n e e d s  a r is in g  fro m  th e  e f fe c ts  o f th e  
im p a irm e n t (G o o d le y , 2 0 0 1 ), th e s e le a d to d if fe re n t ra th e r th a n le s s e r  
e x p e r ie n c e s . A ls o , b e in g  e n a b le d  to  b e lie v e  in  th e  p o s s ib il ity  o f  a  p o s it iv e  fu tu re  
w il l s u p p o r t p a re n ts  w ith  l iv in g  in  th e  p re s e n t (F is h e r  a n d  G o o d le y , 2 0 0 5 ) .
T h is c h a p te r h a s , th e re fo re , e s ta b lis h e d th a t th e re  a re c o n c u r re n t a n d  
c o m p e t it iv e  d is c o u rs e s  c o n c e rn in g  th e  e x p e r ie n c e  o f p a re n t in g  a  c h ild  w ith  a n  
A S D . T h e s e  d e b a te s  a p p e a r to  re f le c t th e  c o n te n t io u s  c o n c e p tu a lis a t io n s  o f 
d is a b il i ty  a s  a  p h e n om e n o n , p r im a r ily  th ro u g h  th e  m e d ic a l a n d  s o c ia l m o d e ls  o f  
d is a b il i ty  (H e d lu n d , 2 0 0 0 ) . T h is  c u r re n t s tu d y  w a s  d e s ig n e d  to  in fo rm  th e s e  
d e b a te s  b y  d e ta il in g  th e  e x p e r ie n c e s  o f th re e  s e ts  o f p a re n ts . B y  d o in g  s o , it  
w a s  in te n d e d  th a t th e  s tru c tu re s , w h ic h  p o te n tia l ly  ‘u n d e rp in ’ th e  e x p e r ie n c e s  o f  
p a re n tin g , m ig h t b e  e lu c id a te d . T h e  lite ra tu re  re v ie w  s u g g e s ts  th a t s o c ia l m o d e , 
re s e a rc h e rs  n e e d  n o w  to  c la r ify  th e  b a rr ie rs  to  in c lu s iv e  e x p e r ie n c e  in  o rd e r to  
s u p p o rt p a re n ts  a n d  p ro fe s s io n a ls  w ith  th e  d ism a n t lin g  o f th e s e . I t a ls o  g u id e d  
th e  fo rm u la t io n  o f  th is  s tu d y  b y  id e n t ify in g  a  n e e d  fo r  m o re  d e ta ile d  a c c o u n ts  o f  
h o w  th e  d ia g n o s t ic  p ro c e s s  is  e x p e r ie n c e d . In  a d d it io n , th e  re v ie w  in fo rm e d  th e  
a n a ly s is  o f  th e  d a ta  b y  e n a b lin g  th e  p a r t ic ip a n ts ’ e x p e r ie n c e s  to  b e  u n d e rs to o d
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w ith in  a  w id e r c o n te x t , h e lp in g  to  id e n tify  fa c to rs  w h ic h  m ig h t , p o te n t ia l ly , h a v e  
h e lp e d  s h a p e d  th o s e  e x p e r ie n c e s .
T h e  fo llo w in g  c h a p te r  w il l n o w  id e n t ify  th e  m e th o d o lo g y  c h o s e n  to  in v e s t ig a te  
th e  im p a c t o f th e s e  d is c o u rs e s  o n  p a re n ts  a s  ‘L ife w o r ld ’ a n d  e v a lu a te  its  u t i l i ty  
fo r in v e s t ig a t in g  d is a b il i ty  a s  a  p h e n o m e n o n  a n d  fo r p ro v id in g  e f fe c t iv e  a n d  
e th ic a l d is a b il i ty  re s e a rc h  (M o o re  e t a l. , 1 9 9 8 ) .
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Introduction
T h is  c h a p te r id e n tif ie s  th e  m e th o d o lo g y s e le c te d  fo r th e  s tu d y  a s  th a t o f 
‘L ife w o r ld ’ . It th e n lo c a te s L ife w o r ld  w ith in  m e th o d o lo g ic a l p a ra d ig m s a n d  
e x p lic a te s  its  e s s e n tia l p r in c ip le s . T h e  v a lu e  o f L ife w o r ld  a s  a  m e a n s  o f g iv in g  
v o ic e  to  p a r t ic ip a n ts ’ e x p e r ie n c e s  is  a s s e s s e d  a n d  re la te d  to  th e  q u e s t io n  o f 
w h e th e r L ife w o r ld  c a n  b e  c o n s id e re d  to  b e  a n  e m a n c ip a to ry  m e th o d o lo g y  w ith in  
th e  tra d it io n s  o f d is a b il i ty  re s e a rc h . A  c om p a r is o n  is  m a d e  w ith  g ro u n d e d  
th e o ry , th e  o th e r  m e th o d o lo g y  c o n s id e re d  fo r  th is  s tu d y , a n d  a n  a c c o u n t g iv e n  
o f w h y L ife w o r ld  w a s s e le c te d , b e c a u s e  o f its  ‘f i t ’ w ith  m y o w n e th ic a l,  
o n to lo g ic a l a n d  e p is te m o lo g ic a l p o s it io n s . W ith in  th e  c h a p te r  th e  e x p e r ie n c e  o f 
b e in g  a  re s e a rc h e r is  a ls o  e x p lo re d  a n d  id e n tif ie d  a s  a  c o m p le x , f lu id  a n d  
e v o lv in g  p ro c e s s , o f fe r in g  u p  a  n u m b e r  o f  a lte rn a tiv e  a n d  s o m e tim e s  c o m p e t in g  
p a th s . T h e  c h a p te r c o n c lu d e s  w ith  a  c o n s id e ra t io n  o f h o w  th e  re s e a rc h  d a ta  
w e re  a n a ly s e d  in  a c c o rd a n c e  w ith  th e  p h e n o m e n o lo g ic a l  t ra d it io n .
Defining Lifeworld
A ll o f  u s  h a v e  a  l i fe w o r ld ; it is  a ll th a t  w e  a re  a n d  a ll th a t w e  d o , ‘th e  f ra m e  o f a ll 
e x p e r ie n c e ’ (A s h w o r th , 2 0 0 5 , p e rs o n a l c o m m u n ic a t io n ) . I t is  th e  s e n s e  th a t w e  
h a v e  o f o u rs e lv e s , h o w  w e  fe e l e m o t io n a lly , w h a t o u r  b o d ie s  c a n  d o  p h y s ic a lly , 
th e  re la t io n s h ip s  th a t w e  h a v e  w ith  o th e rs , o u r h o p e s  a n d  am b it io n s , o u r  
p e rc e p t io n s  o f t im e  p a s t a n d  th e  fu tu re  in  f ro n t o f u s , th e  a c t iv it ie s  w e  e n g a g e  
w ith  a n d  a ll th a t w e  v a lu e . A lth o u g h  th e  w a y  th a t w e  e x p e r ie n c e  th e m  w il l b e  
u n iq u e  fo r  e a c h  o f u s , th e s e  a s p e c ts  o f b e in g  a liv e  w il l b e  s h a re d  b y  a ll o f u s ; 
th e y  a re  th e  p a r ts  o f th e  life w o r ld , n o t b o u n d e d w ith in  th e m s e lv e s b u t
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e x p e r ie n c e d  f lu id ly  w ith  e a c h  a s p e c t in f lu e n c in g  a n d  b e in g  in f lu e n c e d  b y  th e  
o th e r . A s h w o rth  (2 0 0 3 a )  te rm s  th e s e  a s p e c ts , ‘f ra c t io n s ’ , to  e m p h a s is e  th a t th e y  
a re  n o t s e p a ra te  d im e n s io n s  b u t th a t th e y  a re  in te rc o n n e c te d  p a r ts  o f a  w h o le .  
A s h w o rth  (2 0 0 3 a ) d e f in e s  th e m  a s :
• Selfhood - th is  is  o u r s o c ia l id e n tity  -  w h a t p o w e r d o  I 
h a v e  in  th is  s itu a t io n ?  W h a t im p a c t c a n  I m a k e  o n  w h a t is  
h a p p e n in g  to  m e ?  W h a t d o e s  w h a t is  h a p p e n in g  s a y  a b o u t
m e ?
• Sociality - o u r re la t io n s h ip s  w ith  o th e rs  - h o w  d o e s  w h a t I 
a m  e x p e r ie n c in g  a f fe c t m y  re la t io n s h ip  w ith  o th e rs ?  W h a t 
la n g u a g e  a m  I u s in g  to  c o n n e c t w ith  o th e rs ?
• Embodiment - w h a t w e  fe e l p h y s ic a lly  a n d  e m o t io n a lly  -  
h o w  d o e s  w h a t is  h a p p e n in g  a ffe c t m e p h y s ic a lly  a n d  
e m o tio n a lly ?
• Temporality - s e n s e  o f t im e  -  h o w  is  m y  s e n s e  o f t im e , 
d u ra tio n , b io g ra p h y  a f fe c te d ?
• Spatiality - th e  s p a c e  w e  o c c u p y  -  is  w h e re  I n e e d  to  g o
a f fe c te d ?
• Project - th e  th in g s  w e  d o  w h ic h  a re  im p o r ta n t to  u s  -  h o w  
d o e s  w h a t is  h a p p e n in g  to  m e  a f fe c t th e  a c t iv it ie s  w h ic h  I 
a m  c o m m it te d  to  a n d  w h ic h  a re  c e n tra , to  m y  l i fe ?
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• Discourse - u s e  o f la n g u a g e  -  w h a t s o r t o f te rm s , 
e d u c a t io n a l, s o c ia l, c o m m e rc ia l, e th ic a l am  I u s in g to  
d e s c r ib e  m y  liv e d  e x p e r ie n c e ?
L ife w o r ld  a s  a  m e th o d o lo g y is  th e  m e a n s  b y  w h ic h  re s e a rc h e rs  r is e  to  th e  
c h a lle n g e  o f id e n t ify in g  th e  life w o r ld s  o f o th e rs . T h is  s tu d y  fo c u s e d  p a r t ic u la r ly  
o n  h o w  th e  e x p e r ie n c e  o f b e in g  to ld  y o u r c h ild  h a s  a u t is m  im p a c ts  u p o n  
p a re n ts ’ e s ta b lis h e d  w a y s  o f  b e in g .
Lifeworld as a research methodology
I
L ife w o r ld  re fe rs  to  th e  p e rc e iv e d  e x p e r ie n c e  o f th e  in d iv id u a l. A s  a  m e th o d  o f 
p h e n om e n o lo g ic a l s tu d y  its  ro o ts  lie  in  th e  w o rk  o f H u s s e r l (G o u ld in g , 1 9 9 9 ; 
W ils o n , 2 0 0 2 ; A s h w o r th , 2 0 0 3 b ; B e n g ts s o n , 2 0 0 4 ) w h o  h ig h lig h te d  th a t ‘re a lity ’ 
w a s  e x p e r ie n c e d  d if fe re n t ly  b y  in d iv id u a ls . E a c h  in d iv id u a l is  h e ld  to  e x p e r ie n c e  
a  life w o r ld  w h e re  th e re  is  o rd e r , a s  m e a n in g  is  a t t r ib u te d  to  e x p e r ie n c e s .
D is o rd e r a r is e s  w h e n  e v e n ts  o r a c t io n s  o c c u r w h ic h  d o n o t f it w ith  th e
in d iv id u a l’s  e s ta b lis h e d  s e n s e  o f o rd e r a n d  w h ic h  c a n n o t re la te  to  p re v io u s  
e x p e r ie n c e  (H am m e rs le y , 2 0 0 3 ) . H am m e rs le y  a ls o  a rg u e s  th a t th is  c o n c e p t o f  
th e  life w o r ld  c a n  b e  d e s c r ib e d  a s  a  K a n t ia n  v ie w  a s  K a n t a rg u e d  th a t th e  m in d  
p la y s  a n  a c t iv e  ro le  in  fo rm in g  th e  ‘re a l w o r ld ’ fo r th e  in d iv id u a l. T h e re fo re ,  
H am m e rs le y  (2 0 0 3 ) s ta te s , s o m e  fe a tu re s  o f e x p e r ie n c e , in  p a r t ic u la r ; s p a t ia l,  
te m p o ra l a n d  c a u s a l re la t io n s  a re  fo rm e d  n o t b y  th e  ‘th in g s - in - th e m s e lv e s ’ b u t 
f ro m  th e  ‘c o n s t itu t iv e  a c t iv ity  o f th e  m in d ’ (p .7 5 7 ) ; th e re  is  n o  re a lity , o n ly  
p e o p le ’s  p e rc e p t io n s  a n d  s e n s e s  o f th e ir liv e d  e x p e r ie n c e . L ife w o r ld  is  a  
p h e n o m e n o lo g ic a l m e th o d o lo g y  a n d  is  th e re fo re  a b o u t th e  n a tu re  o f h u m a n
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e x p e r ie n c e  a n d  th e  m e a n in g  p e o p le  a t ta c h  to  th e ir  e x p e r ie n c e  (W ils o n , 2 0 0 2 ; 
A s h w o r th , 2 0 0 3 b ) .
L ife w o r ld  h a s  b e e n  d e v e lo p e d  in to  a  m e th o d o lo g y  b y  a c a d e m ic s  s u c h  a s , P e te r  
A s h w o r th  (2 0 0 3 a ,b ) , b a s e d  u p o n  th e  w r it in g s  o f H u s s e r l, M e r le a u -P o n ty  a n d  
A m e d e o  G io rg i (W ils o n , 2 0 0 2 ; A s h w o r th , 2 0 0 3 a ) . T h e  a im  o f th e  m e th o d o lo g y ,  
in  k e e p in g  w ith  e x is te n t ia l p h e n om e n o lo g y , is  to  d e s c r ib e  th e  v a r ie t ie s  o f  h u m a n  
e n g a g e m e n t (A s h w o r th , 2 0 0 3 a ) . H u s s e r l’s c o m m itm e n t to u n d e rs ta n d in g  
in d iv id u a l e x p e r ie n c e  re m a in s  w ith in  th e  m e th o d o lo g y  b u t th e re  is  n o  a t te m p t 
m a d e  to  e x tra c t e s s e n t ia l, u n iv e rs a l t ru th s  o r c o m m o n  th e o r ie s  f ro m  th e  d a ta .  
A ls o  v a lid ity  is  g iv e n  n o t o n ly  to  th e  c o n s c io u s  th o u g h t  o f  th e  in d iv id u a l b u t a ls o  
to  m o re  b a s ic  e x p e r ie n c e s  s u c h  a s  e m o t io n , fo r  th e  p e rs o n  is  v ie w e d  a s  a  ‘b o d y  
s u b je c t ’ w h o  re a c ts  to  s itu a tio n s  a t a n  e m o t io n a l le v e l w h ic h  m ig h t n o t a lw a y s  
b e  c o n s c io u s  (A s h w o r th ,  2 0 0 3 a ) .
T h e  life w o r ld  is  d e f in e d  b y  A s h w o r th  (2 0 0 3 a : 2 5 ) a s , ‘o u r in d iv id u a l m e a n in g -
c o n s tru c tio n  o f o u r s itu a t io n ’ . T o  u n d e rs ta n d  it , A s h w o r th  a rg u e s  th a t th e
re s e a rc h e r m u s t f irs t  s u s p e n d  o r  ‘b ra c k e t ’ a n y  n o t io n  o f re a lity  in  o rd e r  to  fo c u s
u p o n  e lu c id a t in g  th e  c o n s c io u s  e x p e r ie n c e  o f th e  re s e a rc h  p a r t ic ip a n t (H a rv e y
e t a l. , 2 0 0 0 ; A s h w o r th , 2 0 0 3 a ) . T h is  in v o lv e s  s e t t in g  a s id e  c u rre n t  th e o ry  a b o u t
th e  is s u e  b e in g  s tu d ie d  a n d  b e in g  a b le  to  c o n s id e r th e  v ie w s  o f th e  re s e a rc h
p a r tic ip a n t o u ts id e  o f  th e  in f lu e n c e  o f  th e  re s e a rc h e r ’s  p e rs o n a l p h ilo s o p h y  a n d
p e rs p e c tiv e  o n  th e  is s u e  (A s h w o r th , 2 0 0 3 a ) . H a r re  (1 9 9 8 ) d e s c r ib e s  tw o  w a y s
o f c o m in g  to  k n o w  th e  s o c ia l w o r ld . T h e  f irs t is  k n o w le d g e  b y  a c q u a in ta n c e , a n
a c tu a l l iv in g  o f  th e  e x p e r ie n c e , a n d  th e  s e c o n d  is  k n o w le d g e  b y  d e s c r ip t io n . A s  I
a m  n o t a  p a re n t o f a  c h ild  w ith  a u t is m  I c a n n o t c o m e  to  u n d e rs ta n d  th is
e x p e r ie n c e  b y  liv in g  it a n d  s o  m u s t d e s c r ib e  th e  e x p e r ie n c e  in s te a d . T o  d o  th is
H a r re  (1 9 9 8 ) s u g g e s ts  th a t th e  re s e a rc h e r m u s t f ir s t e m p lo y  a  m o d e l. H a rre  
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(1 9 9 8 : 4 5 ) a rg u e s  th a t, ‘m o d e ls  a re  a n a lo g u e s  o f th e ir s u b je c ts ’ a n d  ‘a n y  
s u b je c t m ig h t a t t ra c t a  v a r ie ty  o f  m o d e ls , e a c h  re v e a lin g  a  d if fe re n t  a s p e c t o f  it ’ .
W ith in  th is  re s e a rc h  th e  p a r t ic ip a t in g  p a re n ts  re p re s e n t th e  m o d e ls  b y  w h ic h  I 
c a m e  to  u n d e rs ta n d , a s  fa r a s  w a s  p o s s ib le , th e  im p a c t o f th e  d ia g n o s t ic  
p ro c e s s . G io rg i (1 9 8 5 ) a s s e r ts  th a t th e  m o re  p a r t ic ip a n ts  th e re  a re  in  th is  ty p e  
o f re s e a rc h , th e  g re a te r w il l b e  th e  v a r ia t io n s  w ith in  th e  e x p e r ie n c e . B y  
id e n t ify in g  th e  d if fe re n c e s  w ith in  a n  e x p e r ie n c e , its  e s s e n t ia l a s p e c ts  o u g h t to  
b e c om e  c le a re r . T h re e  s e ts  o f p a re n ts  to o k  p a r t in  th is  re s e a rc h , w h ic h  w a s  th e  
h ig h e s t n um b e r th a t s e em e d p ra c t ic a l w ith in th e re s o u rc e s , w ith o u t  
c o m p rom is in g  th e  e x p e r ie n c e  fo r th e  p a rt ic ip a n ts . I w a n te d  th em  to  re c e iv e  
s o m e th in g  p o s it iv e  a n d  u s e fu l f ro m  th e  s tu d y : e n lig h te n m e n t a n d  e m p o w e rm e n t 
th ro u g h  th e  p ro c e s s  o f  re f le c t iv e  th o u g h t a n d  th e  g iv in g  o f  v o ic e  to  e x p e r ie n c e .
Lifeworld as a tool of enlightenment
P h e n om e n o lo g y  is  c o n c e rn e d  w ith  th e  ‘in n e r w o r ld ’ o f p a r t ic ip a n ts  (H a rv e y  e t 
a l. , 2 0 0 0 : 5 6 ) , th e  s e n s e  th a t th e y  m a k e  o f th e  w o r ld . W ith in  th e  life w o r ld ,  
m e a n in g  fo r th e  in d iv id u a l m ig h t b e  e m b e d d e d  in  th e  s u b c o n s c io u s  a n d  th e  
b o d y (A s h w o r th , 2 0 0 3 a ) . S a y e r (2 0 0 0 : 7 1 1 ) d e f in e s th is  a s  th e  life w o r ld , 
‘ in v o lv in g  n o t o n ly  c o m m u n ic a t iv e  in te ra c t io n  b u t n o n -c o g n it iv e  a n d  e m b o d ie d  
e le m e n ts ’ . T h is  m ig h t b e  d e s c r ib e d  a s  th e  ‘e n r ic h in g ’ m o d e  o f in te rp re ta t io n  
(A s h w o r th , 2 0 0 3 a ) w h ic h a im s a t m a in ta in in g th e u n d e rs ta n d in g o f th e  
in d iv id u a l’s  e x p e r ie n c e  b u t u n c o v e r in g  la y e rs  o f th e  e x p e r ie n c e  in  o rd e r to  
u n d e rs ta n d it m o re fu lly . A s h w o r th (2 0 0 3 a ) n o te s th a t R ic o e u r (1 9 7 0 )  
d is t in g u is h e s  th is  f ro m  ‘th e  h e rm e n e u t ic s  o f s u s p ic io n ’ th a t , A s h w o rth  (2 0 0 3 a )
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a rg u e s , h a s , a s  a  c e n tra l a s s u m p t io n , a  b e lie f th a t th e  s u r fa c e  a c c o u n t m a y  b e  
a  ‘c o v e r ’ fo r  m u c h  d e e p e r- ro o te d  b e lie fs  a n d  p e rs p e c tiv e s . A t t im e s , d u r in g  th e  
in te rv ie w s , I fe lt a  ‘s e n s e ’ th a t w h a t w a s  b e in g  s a id  w a s  b e in g  in f lu e n c e d  b y  a  
th o u g h t o r  fe e lin g  th a t I h a d  n o t y e t c o m e  to  k n o w , th a t  th e  in te rv ie w e e  d id  n o t , 
o n  th a t o c c a s io n , fe e l a b le  to  g iv e  v o ic e  to  c e r ta in  a s p e c ts  o f th e ir  e x p e r ie n c e .  
I , th e re fo re , c o n d u c te d  th e  in te rv ie w s  o v e r t im e , w ith  th e  h o p e  th a t th is  m ig h t 
g iv e  a n  o p p o r tu n ity  fo r t ru s t to  d e v e lo p , a llo w in g  m e  to  ra is e  m y  ‘in tu it iv e ’ 
p e rc e p tio n s , a t a  t im e  w h e n  it  fe lt,  to  m e , to  b e  u n th re a te n in g  fo r  th e  p a re n t . T h e  
p a re n ts  c o u ld  th e n  re f le c t u p o n  to  w h a t e x te n t th e s e  s u g g e s t io n s  ‘fe lt in  tu n e ’ 
w ith  th e ir  e x p e r ie n c e . I d id  n o t s e e  th is  a s  c o m in g  to  u n d e rs ta n d  th e  p a r t ic ip a n ts  
b e t te r  th a n  th e y  m ig h t th e m s e lv e s  (W h it te m o re  e t a l. , 1 9 8 6 , c ite d  G o o d le y  a n d  
M o o re , 2 0 0 0 ) b u t ra th e r a s  c o m in g  to  k n o w  m o re  o f th e  c o m p le x ity  o f th e ir  
p o s it io n .
M y  ro le  a s  re s e a rc h e r b e c a m e , th e re fo re , o n e  o f l is te n in g  a t te n tiv e ly , re f le c t in g  
b a c k  to  th e  p a re n ts  w h a t I h a d  h e a rd  in  o rd e r to  e n a b le  th e m  to  c o n f irm , re je c t 
o r  c la r ify  m y  s u m m a t io n  in  th e  lig h t o f  th e ir  e m o t io n a l re s p o n s e  to  h e a r in g  th e ir  
th o u g h ts  a g a in . T h is  a p p ro a c h  w a s  b a s e d  o n  th e  p r in c ip le  th a t o b s e rv a t io n s ,  
v o ic e d  b y  th e  re s e a rc h e r , w h ic h  a re  in  a c c o rd a n c e  w ith  th e  c o re  b e lie fs  o f th e  
in te rv ie w e e , w il l re s o n a te  w ith in  th e m  u p o n  h e a r in g  th e m  e x p re s s e d  b y  th e  
in te rv ie w e r . T h is  is  a  m e th o d  u s e d  w ith in  R o g e r ia n  c o u n s e ll in g  (T h o rn e , 1 9 9 2 ; 
K v a le , 1 9 9 6 ) a n d  I h a v e  fo u n d  th is  to  b e  a  u s e fu l te c h n iq u e  fo r d is c ip lin in g  
m y s e lf  a s  a  l is te n e r . I t a ls o  e n a b le d  m e  to  ‘c h a lle n g e ’ th e  s p e a k e r , o n  o c c a s io n ,  
b y  a tte m p t in g  to  a r t ic u la te  fe e lin g s  a n d b e lie fs  th a t I fe lt la y  b e h in d  th e  
s ta te m e n ts  b e in g  m a d e  b u t w h ic h  w e re  a t a n  e m o t io n a l le v e l w h ic h  m a y  h a v e  
b e e n  le s s  a c c e s s ib le  fo r  th e  in te rv ie w e e . T h ro u g h  th is  m e th o d , I h o p e d  it  w o u ld  
b e  p o s s ib le  to  b e g in  to  a c c e s s  w h a t is  d e s c r ib e d  b y  S te lte r .  (2 0 0 0 ) a s  th e  ‘fe lt
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s e n s e ’ . T h is  c a n  b e  d e f in e d  a s  th e  e m o t io n a l re s p o n s e  a t  th e  p re - re f le c t iv e  le v e l 
o f u n d e rs ta n d in g . T h e  s p e a k e r ra is e s  a n  is s u e ; th e  lis te n e r a t te n d s  to  w h a t is  
s a id  b u t a ls o  a t te m p ts  to  in tu it a n y  o th e r m e a n in g  w h ic h  m a y  b e  o b s c u re d  b y  
th e  w o rd s . T h e lis te n e r th e n re f le c ts b a c k th e ir in te rp re ta t io n th a t th e  
in te rv ie w e e  e ith e r a c c e p ts  o r re je c ts , d e p e n d in g  u p o n  th e ir  e m o t io n a l re a c t io n  
to  w h a t h a s  b e e n  s a id . F o r  e x a m p le  a n  in te rv ie w  m ig h t p ro c e e d  a s :
father - I h a v e  n o t c o n ta c te d  th e  c o n s u lta n t b e c a u s e  I k n o w
s h e  is  v e ry  b u s y  a n d  I d o n ’t  w a n t to  w a s te  h e r  t im e .
researcher (th ink ing the paren t is ra is ing the issue o f 
pro fessiona ls no t g iv ing credence to pa ren ts ’ conce rns) - 
s o  y o u  a re  w o r r ie d  th a t th e  c o n s u lta n t w il l d ism is s  y o u r  
c o n c e rn s  a s  th o s e  o f  a n  o v e ra n x io u s  p a re n t?
father - I d o n ’t th in k  it ’s  th a t s o  m u c h  b u t m o re  th a t I m ig h t 
fo rg e t w h a t I w a n t to  s a y  a n d  th e  c o n s u lta n t w o n ’t k n o w  
w h a t I a m  ta lk in g  a b o u t
researcher - s o  w h a t is  w o r ry in g  y o u  is  th a t  y o u  w o n ’t  b e  a b le  
to  g iv e  th e  c o n s u lta n t a  tru e  p ic tu re  o f w h y  y o u  a re  
c o n c e rn e d  a b o u t y o u r  s o n ?
father - y e s , th a t ’s  it  e x a c t ly . I c a n  ta lk  to  y o u  a lr ig h t b u t th o s e  
d o c to rs  ju s t m a k e  m e  fo rg e t e v e ry th in g
researcher (hypo thes is ing tha t the  pa ren t fee ls  d isem powered  
w ith in the re la tionsh ip w ith the consu ltan t and look ing fo r 
the  pa ren t to va lida te  o r re jec t th is  assum ption ) -  b e c a u s e
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y o u  fe e l d o c to rs  h a v e  a ll th e  p o w e r a n d  it is  h a rd  to  a rg u e  
a g a in s t  th e m ?
father - n o  b u t th e y  u s e  lo n g  w o rd s  a n d  I d o n ’t a n d  th a t  
m a k e s  m e  s o u n d  s tu p id  a n d  I ’m  n o t
S o  th ro u g h  th is  p ro c e s s  (o f w h ic h  o n ly  p a r t is  i l lu s tra te d  b y  th e  e x c e rp t a b o v e )  
th e  re s e a rc h e r a n d  p a r t ic ip a n t c a n  c la r ify , fo r  th e m s e lv e s  a n d  e a c h  o th e r , th a t 
ra th e r  th a n  th e  p a re n t b e in g  c o n c e rn e d  a b o u t th e  c o n s u lta n t v ie w in g  h im  a s  a n  
o v e ra n x io u s p a re n t th e  is s u e  fo r th e  p a re n t h e re  is  h is  fe e lin g  o f b e in g  
p e rs o n a lly  m is re p re s e n te d  th ro u g h  d is c o u rs e  w ith  d o c to rs , a p p e a r in g  a s  le s s  
in te ll ig e n t th a n  h e  b e lie v e s  h im s e lf to  b e  th ro u g h  u s e  o f a  le s s  e x te n s iv e  
v o c a b u la ry . T h is  ra is e s  is s u e s , p e rh a p s , a ro u n d  id e n t ity  o f s e lf a n d  c o n f l ic t 
b e tw e e n  th e  in te rv ie w e e ’s  c o n c e p t o f s e lf a n d  w h a t h e  b e lie v e s  to  b e  th e  
p e rc e p tio n  o f o th e rs . I t is  h o p e d , to o , th a t th is  re f le c t iv e  p ro c e s s  w il l h e lp  th e  
in te rv ie w e e s  to  d e v e lo p  a  g re a te r u n d e rs ta n d in g  o f th e ir  o w n  s itu a tio n  a n d , in  
th is  s e n s e , w il l b e  a n  e m a n c ip a to ry  p ro c e s s  (K v a le , 1 9 9 6 ; M o o re  e t a l, 1 9 9 8 ; 
B a rn e s , 2 0 0 3 ) .
Lifeworld as an emancipatory methodology
S a y e r (2 0 0 0 : 7 1 2 ) a rg u e s  th a t ‘th e  life w o r ld  c a n  b e  a  s ite  o f d o m in a tio n  a n d  
m is re c o g n it io n ’ . L ife w o r ld , a s  a  m e th o d o lo g y , h a s  b e e n  u s e d  a s  a  m e a n s  o f 
id e n tify in g  s u c h  im b a la n c e s  o f p o w e r (F o u c a u lt, 1 9 8 0 ) b y  g iv in g  e x p re s s io n  to  
th o s e  tra d it io n a lly  w ith o u t v o ic e , s u c h  a s  d is a b le d  p e o p le  o r p a t ie n ts  (s e e  fo r  
e x a m p le , A s h w o r th  a n d  H a g a n , 1 9 9 3 ; M u ld e r ij , 1 9 9 6 ; B a r ry  e t . a l, 2 0 0 1 ) . A s  
s u c h  it is em e rg in g  a s a u s e fu l m e th o d o lo g y fo r e m a n c ip a to ry  d is a b ili ty
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re s e a rc h  w h ic h  h a s  th e  e m p o w e rm e n t o f th e  re s e a rc h  p a r t ic ip a n t a s  a  c e n tra l 
d e f in in g  c h a ra c te r is t ic  (B a rn e s , 2 0 0 3 ) . R e s e a rc h  w ith  d is a b le d  p e o p le  h a s  a  
h is to ry  o f m a rg in a lis a t io n  o f p a r t ic ip a n ts  in  th e  re s e a rc h  p ro c e s s  (M o o re , e t a l. ,  
1 9 9 8 ; W a lm s le y , 2 0 0 1 ; B a rn e s , 2 0 0 3 ) . L ife w o r ld , b y  its  in s is te n c e  th a t th e  fo c u s  
o f th e  re s e a rc h  re m a in s  o n  th e  ‘l iv e d  e x p e r ie n c e ’ o f th e  p a r t ic ip a n ts  (G io rg i, 
1 9 8 5 ; A s h w o r th , 1 9 9 6 ; 2 0 0 3 a ) , p la c e s  th e m  a t th e  c e n tre  o f  th e  p ro c e s s . O liv e r  
(1 9 9 6 ) a ls o  id e n tif ie s  th e  d ile m m a  o f  th e  ‘n o n -d is a b le d ’ re s e a rc h in g  a n d  w r it in g  
a b o u t th e  is s u e s  fo r d is a b le d  p e o p le . T h e  p ro c e s s  o f ‘b ra c k e t in g ’ , w ith in  
L ife w o r ld  re q u ire s  th e  re s e a rc h e r  to  b e c o m e  c o n s c io u s  o f , a n d  ‘s e t a s id e ’ , a n y  
in f lu e n c e s  a n d  p re -c o n c e p tio n s  th a t h e /s h e  m a y  b r in g  to  th e  s tu d y  (W ils o n , 
2 0 0 2 ; A s h w o r th , 2 0 0 3 a ) . T h is  w o rk s  a g a in , th e re fo re , to  m a in ta in  th e  p o s it io n  o f 
p a r t ic ip a n ts  a s  p r im a te ; th e  fo c u s  o f re s e a rc h  is  o n  a c c u ra te  d e s c r ip t io n  o f  th e  
p a r t ic ip a n ts ’ e x p e r ie n c e s  a n d  n o t th e  re s e a rc h e r ’s  a g e n d a  (K v a le , 1 9 9 6 ; W ils o n ,  
2 0 0 2 ; A s h w o r th , 2 0 0 3 a ) .
S p e e r (2 0 0 2 ) a ls o p o s it io n s fe m in is t re s e a rc h  w ith in th is em a n c ip a to ry  
p a ra d ig m . S h e  c ite s  th e  v a lu e  p la c e d  b y  fe m in is t re s e a rc h e rs  o n  th e  im p o r ta n c e  
o f re s e a rc h b e in g ‘re s p o n d e n t-c e n tre d ’ (p .7 8 3 ) , w ith  th e  e x p e c ta t io n  th a t 
p a r t ic ip a n ts  w il l s e t th e  re s e a rc h  a g e n d a  a c c o rd in g  to  th e ir  p e rs o n a l p r io r it ie s , 
a s  e v id e n c e  o f its  e m p o w e r in g  n a tu re . S p e e r a rg u e s  th a t s u c h  p r in c ip le s  a re  
m o re  re s p e c t iv e  to  w o m e n  th a n  re s e a rc h e r  le d  s tu d ie s  a n d  th a t  th e y  o f fe r  s o m e  
p ro te c t io n  to  th o s e  (S p e e r s ta te s  ‘w o m e n ’) ‘th a t a re  ‘O th e r ’ to , a n d le s s  
p r iv i le g e d  th a n  o u rs e lv e s ’ (p .7 8 4 ) . H o w e v e r , S p e e r (2 0 0 2 ) a ls o  w a rn s  th a t a  
fe m in is t re s e a rc h e r is  a  p o lit ic a l b e in g  w h o  c a n n o t b e c o m e  a  ‘n e u tra l c o n d u it ’ 
(p .7 8 5 ) th ro u g h  w h ic h  th e  p a r t ic ip a n ts  s p e a k , a s  th e  fe m in is t a g e n d a  m u s t 
re m a in  p a ra m o u n t.
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W h ile  re s p e c tin g  th e  n e e d  fo r s a fe g u a rd in g  a n d  p ro te c t in g  th e  in te re s ts  o f th e  
p a r t ic ip a n ts  (S p e e r, 2 0 0 2 ) I re je c te d  th e  p o s it io n in g  o f th e  p o lit ic a l a b o v e  a  
c o m m itm e n t  to  th e  re c o rd in g  o f  e x p e r ie n c e . A lth o u g h  I h a v e  s o m e  s ym p a th y  fo r  
th e  v ie w  th a t a  c r it ic a l th e o ry  a p p ro a c h  m ig h t il lu m in a te  s o c ia l a n d  p o lit ic a l 
in e q u it ie s  (F o s te r , 1 9 9 6 ) s u f fe re d  b y  d is a b le d  fa m il ie s , th is  re s e a rc h  d id  n o t s e t 
o u t w ith  a n  e m a n c ip a to ry  a g e n d a  (G o o d le y  &  M o o re , 2 0 0 0 ) . I f th e re  w a s  a  
p o lit ic a l a g e n d a  th e n  th is  w o u ld  e m e rg e  f ro m  th e  d a ta , ra th e r  th a n  f ro m  m y  o w n  
p re - fo rm e d n o tio n s o f th e s o c ia l w o r ld . T h e b ra c k e t in g p ro c e s s w ith in  
p h e n o m e n o lo g y is in te n d e d to re m o v e , a s fa r a s p o s s ib le , a n y s u c h  
a s s um p tio n s  (W ils o n , 2 0 0 2 ; A s h w o r th , 2 0 0 3 a ,b ) . F o s te r  e t a l. (2 0 0 0 ) a ls o  a rg u e  
th a t m e th o d o lo g ie s  s h o u ld  n o t re f le c t th e  v a lu e  ju d g m e n ts  o f th e  re s e a rc h e r .  
T h e  ro le  o f th e  re s e a rc h e r , a s  id e n t if ie d  b y  th e m , is  to  p ro v id e  th e  fa c ts  fo r  
o th e rs  to  m a k e  ju d gm e n ts ; th e  re s e a rc h e r s h o u ld  n o t a s s u m e  a  p o s it io n  o f 
g re a te r  a u th o r ity  th a n  p a r t ic ip a n ts  (F o s te r  e t  a l. ,  2 0 0 0 ) .
T h e em p h a s is  w ith in  L ife w o r ld o f u n d e rs ta n d in g th e p e rs p e c t iv e  o f th e  
p a r t ic ip a n t th e re b y  g iv e s  v a lu e  to  th e ir  b e in g . A  c o re  b e lie f in  R o g e r ia n , p e rs o n  
c e n tre d  p s y c h o th e ra p y  is  th a t h u m a n  b e in g s  b e c o m e  ‘in c re a s in g ly  t ru s tw o r th y  
o n c e  th e y  fe e l a t a  d e e p  le v e l th a t th e ir  s u b je c t iv e  e x p e r ie n c e  is  b o th  re s p e c te d  
a n d p ro g re s s iv e ly  u n d e rs to o d ’ (T h o rn e , 1 9 9 2 : 2 6 ) . T h e h e a r in g o f th e  
in te rv ie w e r g iv e s  r is e  to  th e  v o ic e  o f th e  in te rv ie w e e  a n d  e n a b le s  h im /h e r to  
re la x  e n o u g h  in  th e  t ru s t o f  b e in g  v a lu e d  to  a c c e s s  th e ir  ‘ in n e r  v o ic e ’ . A lth o u g h  a  
re s e a rc h e r w il l h a v e  n o  w a y  o f k n o w in g  if p a r t ic ip a n ts  a c tu a lly  b e lie v e  th e  
a c c o u n ts  th e y  g iv e , J a m e s  a n d  W a rn e r (2 0 0 5 : 1 2 4 ) a rg u e  th a t th e  n a r ra t iv e  
re s e a rc h e r m u s t re ly  o n  th e  e x p e c ta t io n  th a t ‘p e o p le  w il l te ll s to r ie s  th a t th e y
a re  a t le a s t fa m il ia r  w ith ’ .
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O fte n , th ro u g h o u t m y  s tu d y , I h a d  th e  im p re s s io n  o f  th e  p a re n ts  h a v in g  b e c o m e  
‘d is a b le d ’ th e m s e lv e s  th ro u g h  th e  d ia g n o s t ic  p ro c e s s . In  th e ir  in te ra c t io n s  w ith  
s o m e  p ro fe s s io n a ls  a n d  th e  e d u c a t io n a l s y s te m  th e y  o f te n  fe lt p o w e r le s s  a n d  
s ile n c e d , a fra id  to  p ro te s t a b o u t w h a t w a s  h a p p e n in g  to  th e m  a n d  th e ir  c h ild re n  
in  c a s e  th e y  s u f fe re d  o p p re s s iv e  re p e rc u s s io n s . S m ith  (2 0 0 5 ) id e n t if ie s  th a t  
re s e a rc h e rs w o rk in g  w ith in  a ‘s o c ia l c o n s tru c tio n is t p h ilo s o p h y ’ (p .1 0 2 ) , a  
d e f in it io n  w h ic h  w o u ld  in c lu d e  p h e n o m e n o lo g y  (W ils o n , 2 0 0 2 ) , m a y  b e  in  a  
p o s it io n  to  a d d re s s  im b a la n c e s  in  re la t io n  to  p o w e r  (F o u c a u lt , 1 9 8 0 ) . T h e  to o l o f  
e m p o w e rm e n t, w ith in  th is  s tu d y , h a s  b e e n  th e  e n a b lin g  o f p a re n ts  to  m a k e  
h e a rd  a n d  u n d e rs to o d  th e ir  e x p e r ie n c e s .
Selecting Lifeworld as a methodology
I b e g a n  u s in g  th e  m e th o d s  o f L ife w o r ld  in  o rd e r to  in v e s t ig a te  m y  re s e a rc h  
q u e s tio n s  b e fo re  k n o w in g  it a s  a  m e th o d o lo g y . I h a d  b e e n  a p p ro a c h e d  in  m y  
ro le  a s  S e n io r  L e c tu re r  in  A u t is m  b y  a  m em b e r  o f  a  fa m ily , th e  J e n k in s , w ith  th e  
re q u e s t th a t I v is it th e  p a re n ts  a s  th e y  h a d  b e e n  m a d e  h ig h ly  s tre s s e d  a n d  
a n x io u s  b y  th e  s u g g e s t io n  o f a u tis m  h a v in g  b e e n  ra is e d  b y  p ro fe s s io n a ls  w ith  
re g a rd  to  th e ir  f irs tb o rn  s o n . I o r ig in a lly  b e g a n  to  re s e a rc h  w ith  th e  fa m ily  a s  a n  
a c t io n  re s e a rc h  c a s e  s tu d y  (C o h e n  a n d  M a n io n , 1 9 9 4 ; P u n c h , 1 9 9 8 ) . M y  
in te n t io n  w a s  to  e v a lu a te  w h a t th e y  w e re  d o in g  w ith  th e ir c h ild , n e g o tia te  
to g e th e r  a  n e w  c o u rs e  o f  a c t io n , e v a lu a te  th is  a n d  th e n  m o v e  fo rw a rd .
I fe lt a s s u re d  th a t th e  p a re n ts  w o u ld  f in d  th is  w a y  o f w o rk in g  u s e fu l. T h is  
a s s u m p t io n  w a s  b a s e d  u p o n  m y  p a s t e x p e r ie n c e  o f w o rk in g  w ith  fa m il ie s  a n d  
th e  lite ra tu re  I h a d  re a d  a ro u n d  is s u e s  fa c in g  fa m il ie s  o f c h ild re n  w ith  A S D s . I,
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th e re fo re , b ro u g h t m a n y  p re -c o n c e p tio n s  to  th e  f ir s t tw o  in te rv ie w s  w ith  J o h n  
a n d  M a r ie  J e n k in s , s u c h  a s  th e  e x p e c ta t io n  th a t th e y  w o u ld  fe e l th e y  w e re  
‘f ig h t in g ’ s e rv ic e  p ro v id e rs  fo r a  d ia g n o s is  fo r  th e ir  c h ild  a n d  s p e c ia lis t s u p p o r t 
a n d  th a t th e y  w o u ld  b e  d e m a n d in g  a  d ia g n o s is  b u t  w o u ld  b e  m e e t in g  re s is ta n c e  
f ro m  s e rv ic e  p ro v id e rs  w h o  w o u ld  w a n t to  d e la y  th e  p ro c e s s  (J o rd a n  a n d  
P o w e ll, 1 9 9 5 ; S ie g e l, 1 9 9 6 ; H o w lin , 1 9 9 8 ; R a n d a ll a n d  P a rk e r , 1 9 9 8 ) . H o w e v e r , 
w h e n  th e  re s p o n s e s  fro m  th e  p a re n ts  d id  n o t m a tc h  m y  e x p e c ta t io n s , I fe lt  
c o n fu s e d  a n d  u n s u re  o f h o w  to  p ro c e e d  w ith  th e  re s e a rc h . T h e  fo rm a t I h a d  
c h o s e n  d id  n o t s e e m  to  f i t  w e ll w ith  th e  w a y  th e  fa m ily  m em b e rs  w e re  l iv in g  th e ir  
l iv e s . A ll m y  s u g g e s t io n s  o f h o w  to  c h a n g e  th in g s  w e re , fo r  th e  m o s t p a r t , m e t 
w ith  w h a t I p e rc e iv e d  a s  p o lite  re fu s a l. I b e c am e  u n c e r ta in  o f h o w  to  p ro c e e d  
n o w  th a t th e  is s u e s  fo r  th is  fa m ily  s e e m e d  to  b e  v e ry  d if fe re n t f ro m  th o s e  I h a d  
a n t ic ip a te d .
In  re s p o n s e  to  th is  d ile m m a , I in s t in c t iv e ly  fe lt  th a t , a s  fa r  a s  I w a s  a b le , I s h o u ld  
s u s p e n d  a ll e x p e c ta t io n s  a n d  im m e rs e  m y s e lf  in  th e  ro le  o f e n g a g e d , re f le c t iv e  
l is te n e r . A t  th e  t im e  I d id  n o t re a lis e  th a t to  d o  th is  w o u ld  b e  te rm e d  ‘b ra c k e t in g ’ 
w ith in  a m e th o d o lo g y  (G o u ld in g , 1 9 9 9 ; W ils o n , 2 0 0 2 ; A s h w o r th , 2 0 0 3 a ,b ;  
A s h w o r th  a n d  C h e u n g  C h u n g , fo r th c om in g , 2 0 0 6 ) . I s im p ly  p ro c e e d e d  fro m  th e  
p o s it io n  o f re c o g n is in g  th a t I d id  n o t k n o w  n o r u n d e rs ta n d  h o w  th e s e  p a re n ts  
w e re  e x p e r ie n c in g  th is  e v e n t in  th e ir  l iv e s  a n d  th a t th e  m o s t e f fe c t iv e  w a y  o f 
d is c o v e r in g  th is  s e e m e d  to  b e  to  a s k  th e m . I d e c id e d  to  s ta r t  f ro m  th e  p o in t, a s  
fa r  a s  I w a s  a b le , o f n o  k n o w le d g e  o f h o w  th e y  m ig h t fe e l a b o u t th e  s itu a t io n . 
R a th e r  th a n  a s k in g  s p e c if ic  q u e s t io n s  to  e n c o u ra g e  th e  p a re n ts  to  re f le c t u p o n  
is s u e s  ra is e d  b y  th e  lite ra tu re , w h ic h  I s e n s e d  m ig h t d ic ta te  to  th em  h o w  th e y  
p e rh a p s  o u g h t to  b e  fe e lin g , I fo c u s e d  o n  th e  is s u e s  th a t th e s e  p a re n ts  ra is e d
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s p o n ta n e o u s ly . I a n t ic ip a te d  th a t it  w o u ld  b e  th e s e  th a t w o u ld  g iv e  th e  g re a te s t  
in s ig h t in to  w h a t m o s t  c o n c e rn e d  th e m .
A t th e  s a m e  t im e  I b e g a n  to  c o n s id e r q u a lita t iv e  m e th o d o lo g ie s  w h ic h  m ig h t 
fa c il i ta te  th e  a p p ro a c h I w a s u s in g . I w a n te d  to  em p lo y  a n e s ta b lis h e d  
m e th o d o lo g y  to  h e lp  e n s u re  th a t m y  w o rk  w a s  ‘v a lid ’ a n d  m a k e  c e r ta in , a s  fa r  
a s  p o s s ib le , th a t I h a d  c o n s id e re d  a ll th e  p o te n tia l ‘p it fa l ls ’ . I w a s  a ls o  lo o k in g  fo r  
g u id a n c e  o n  h o w  to  o rg a n is e  a n d  m a k e  s e n s e  o f th e  d a ta  I w a s  c o lla t in g . I t 
s e e m e d  im p o rta n t th a t th e  m e th o d o lo g y  s h o u ld  e n a b le  m e  to  w o rk  in  th e  w a y  
th a t ‘fe lt ’ in s t in c t iv e ly  c o r re c t a s  th e  m e a n s o f u n d e rs ta n d in g  th e  p a re n ts ’ 
e x p e r ie n c e , ra th e r th a n try in g  to  im p o s e  a s u g g e s te d a p p ro a c h  o n th e  
p a r t ic ip a n ts  s im p ly  b e c a u s e  it k e p t u s  w ith in  a n  e s ta b lis h e d  m e th o d o lo g y . 
B e n g ts s o n  (2 0 0 4 :1 6 ) c la im s  th a t:
I t s h o u ld  a ls o  b e  o b v io u s  th a t w e  c a n n o t a d o p t re a d y  
m e th o d o lo g ic a l re c ip e s  if w e  w a n t to  d o  ju s t ic e  to  th e  
c om p le x ity  o f re a lity . In s te a d , m e th o d o lo g ic a l c re a t iv ity  is  
d e m a n d e d  (B e n g ts s o n 1 9 9 9 ) th a t d e v e lo p s  a d e q u a te  
m e th o d s fro m  th e  p a r t ic u la r f ie ld  th a t is  g o in g  to  b e  
in v e s t ig a te d .
G o u ld in g  (1 9 9 9 ) a ls o  e m p h a s is e s  th e  im p o r ta n c e  o f a  re s e a rc h e r f in d in g  a  
m e th o d o lo g y  w h ic h  ‘f i ts ’ w ith  th e ir  o w n  o n to lo g ic a l a n d  e p is te m o lo g ic a l p o s it io n . 
T h e  c r ite r ia  th a t I s e t  o u t to  m a tc h  w ith in  a  m e th o d o lo g y  w e re  th a t it :
•  a c c e p te d  th e  p a r t ic ip a n ts ’ p e rc e p t io n s  a s  v a lid
•  e n c o u ra g e d  a  s p ir it o f d is c o v e ry , a c c e p t in g  th a t w e  c a n n o t  
a lw a y s  p re d ic t  th e  p a th  o f  re s e a rc h
•  w a s  f le x ib le  a n d  n o t o v e r ly  p re s c r ip t iv e
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T w o  m e th o d o lo g ie s  a p p e a re d  to  m e e t th e s e  c r ite r ia : L ife w o r ld  a n d  G ro u n d e d  
T h e o ry .
Grounded theory
G ro u n d e d  th e o ry  is  d e f in e d  b y  P u n c h  (1 9 9 8 :1 6 3 )  a s  a :
. . .re s e a rc h  s tra te g y  w h o s e  p u rp o s e  is  to  g e n e ra te  th e o ry  
f ro m  th e  d a ta . . . th e  o b je c t iv e  o f c o lle c t in g  a n d  a n a ly s in g  
th e  re s e a rc h  d a ta  is  to  g e n e ra te  th e o ry . . . . th e  th e o ry  w il l b e  
d e v e lo p e d  in d u c t iv e ly  f ro m  d a ta .
A  h y p o th e s is , th e re fo re  e m e rg e s  fro m  th e  d a ta  (C o o lic a n , 1 9 9 4 ; O u th w a ite ,  
1 9 9 6 ; S e ld e n , 2 0 0 5 ) , ra th e r  th a n  th e  d a ta  b e in g  th e  m e a n s  b y  w h ic h  a  th e o ry  is  
e ith e r  p ro v e n  o r  d is p ro v e d  in  th e  p o s it iv is t  a n d  a n t i p o s it iv is t  t ra d it io n s  (C o h e n  &  
M a n io n , 1 9 8 0 ; R o b s o n , 1 9 9 3 ; S e ld e n , 2 0 0 5 ) . T h is  m e th o d o lo g y  e m e rg e d  fro m  
th e  1 9 6 0 s  th ro u g h  th e  w o rk  o f G la s e r a n d  S tra u s s  a n d  e v o lv e d  in to  a  s p e c if ic  
a p p ro a c h  fo r a n a ly s in g d a ta (D e n z in  a n d L in c o ln , 1 9 9 4 ) . P u n c h (1 9 9 8 )  
d e s c r ib e s  a  th re e -s ta g e  p ro c e s s  in v o lv e d  in  th e  fo rm u la t io n  o f  th e o ry  u s in g  th is  
m e th o d  o f d a ta  a n a ly s is . F irs t th e  d a ta  is  s c ru t in is e d  fo r c o n c e p ts , th e n  th e s e  
c o n c e p ts  a re  e x a m in e d  fo r a n y  in d ic a t io n  o f re la t io n s h ip s  b e tw e e n  th em  a n d  
th ird ly  th e  re s e a rc h e r lo o k s  to  s e e  if a n y  k e y  th em e s  a re  e m e rg in g  fro m  th e  
s tu d y  w h ic h  m ig h t fo rm  th e  th e o ry  o f th e  w o rk . T o  ta k e  th e  in te rv ie w  e x c e rp t 
d is c u s s e d  e a r lie r , b e tw e e n  re s e a rc h e r a n d  fa th e r , c o n c e p ts  a re  e m e rg in g  o f 
s o c ia l re la t io n s h ip s , p o w e r , la n g u a g e , s e lf -d o u b t a n d  v u ln e ra b il ity . C o n n e c t io n s ,  
b e tw e e n  th e s e  c o n c e p ts , m ig h t th e n  b e  s u g g e s te d  s u c h  a s , la n g u a g e  re fle c t in g  
p o w e r re la t io n s h ip s , , s e lf -d o u b t re s u lt in g  fro m  p ro b le m s w ith  p a re n tin g a  
d is a b le d  c h ild  o r  fe e lin g s  o f v u ln e ra b il ity  le a d in g  to  la c k  o f v o ic e . F ro m  th e s e
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th e re  m ig h t th e n  em e rg e  o n e  o r tw o  k e y  th e o r ie s  s u c h  a s , ‘th e  s p e c ia lis t  
la n g u a g e  u s e d  b y  m e d ic a l p ro fe s s io n a ls  c a n  re n d e r  p a re n ts  o f  d is a b le d  c h ild re n  
v o ic e le s s ’ o r  ‘ra is in g  a  d is a b le d  c h ild  c a n  le a d  to  fe e lin g s  o f s e lf -d o u b t a n d  lo s s
o f  c o n f id e n c e ’ .
O n c e  th e  th e o r ie s  a re  fo rm u la te d  th e s e  c a n  b e  ‘te s te d ’ th ro u g h  in te rv ie w s  w ith  
o th e r p a r t ic ip a n ts  (S ilv e rm a n , 2 0 0 0 ) . In g ro u n d e d  th e o ry , th e re fo re , th e  
in te rv ie w s  w ith  p a r t ic ip a n ts  s h o u ld  ru n  c o n s e c u t iv e ly  ra th e r th a n  c o n c u r re n t ly ,  
w ith  th e  d a ta  b e in g  a n a ly s e d  a t th e  e n d  o f e a c h  in te rv ie w  a n d  th e  th e o ry  
m o d if ie d  a n d re fin e d  (G o u ld in g , 1 9 9 9 ; B rym a n , 2 0 0 1 ; S e ld e n , 2 0 0 5 ). T h e
lite ra tu re  s h o u ld  th e n  b e  re v ie w e d  a f te r  th e  d a ta  h a v e  b e e n  c o lle c te d  to  s e e  if
th e  th em e s  o f  th e  re s e a rc h  c a n  a ls o  b e  lo c a te d  th e re .
Lifeworld versus grounded theory
In it ia l ly  I fo u n d  L ife w o r ld , a s  a  m e th o d o lo g y , d if f ic u lt to  a c c e s s  a n d  u n d e rs ta n d .  
S ite d  w ith in  th e p a ra d ig m  o f p h e n o m e n o lo g y , L ife w o r ld  is in fo rm e d  a n d  
g o v e rn e d  b y  th e  t ra d it io n s  o f p h ilo s o p h y  (G o u ld in g , 1 9 9 9 ; W ils o n , 2 0 0 0 ; 2 0 0 2 ),  
a n d  I h a d  n o  p re v io u s  k n o w le d g e  o f  th is  a re a . T e rm s , s u c h  a s  ‘e x is te n t ia l is m ’ , a t  
f ir s t s e e m e d  to o  e s o te r ic  to  a p p ly  to  a  s tu d y  th a t w a s  to  b e  g ro u n d e d  in  th e  
p ra c tic a l a n d  em o t io n a l s tru g g le s  o f p a re n ts  liv in g  in  th e  e v e ry d a y  w o r ld .  
T h e re fo re , in  te rm s  o f la n g u a g e  I e n g a g e d  w ith  g ro u n d e d  th e o ry  m o re  re a d ily .  
H o w e v e r , a s  I re a d  fu r th e r , a s p e c ts  o f g ro u n d e d  th e o ry  d id  n o t s e e m  to  f it  w e ll 
w ith  th e  p a ram e te rs  I h a d  s e t fo r m y  o w n  in v e s t ig a t io n . T h e  em p h a s is  o f 
g ro u n d e d  th e o ry  o n  th e  e x te n s iv e  te s t in g  a n d  re v is io n  o f n e w ly  fo rm u la te d  
th e o ry  d if fe rs  f ro m  L ife w o r ld , w h ic h  is  c o n c e rn e d  le s s  w ith  p ro p o s in g  g e n e ra l
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th e m e s  a n d  m o re  w ith  g iv in g  v o ic e  to  th e  liv e d  e x p e r ie n c e  o f th e  in d iv id u a l 
(G o u ld in g , 1 9 9 9 ; A s h w o r th , 2 0 0 3 a ) . T o  th is  e x te n t L ife w o r ld  w o u ld  fa ll w ith in  th e  
p o s tm o d e rn is t ‘c a m p ’ o f re s e a rc h  m e th o d o lo g ie s  a s  it is  fo c u s e d  o n  d e s c r ib in g  
th e  p h e n om e n o n  w ith o u t  s u g g e s t in g  m o re  u n iv e rs a l th em e s  o f  e x p e r ie n c e .
T h is  d o e s  n o t m e a n , h o w e v e r , th a t re s e a rc h e rs  a re  n o t a b le  to  u s e  e x p lo ra t io n  
o f  th e  l i fe w o r ld  to  in fo rm  p o lic y . F o r  e x a m p le , th e  w o rk  o f  A s h w o rth  e t a l. (2 0 0 3 )  
w a s d e s ig n e d  to  in fo rm  u n iv e rs ity  p o lic y  w ith  re g a rd  to  p la g ia r is m . T h e  
e x p e r ie n c e s  o f  th e  s tu d e n ts  in te rv ie w e d , b y  A s h w o r th  e t a l, w e re  re c o g n is e d  a s  
b o th  u n iq u e  b u t c o n c o m ita n t ly  s u g g e s t iv e  o f a  ra n g e  o f p o te n t ia l e x p e r ie n c e ,  
ra th e r lik e  B a s s e y ’s  (1 9 9 9 ) c la im  th a t in d iv id u a l c a s e  s tu d y  c a n  s u g g e s t 
p o s s ib le  c o m m o n  th em e s  o f  e x p e r ie n c e , ‘fu z z y  g e n e ra lis a t io n s ’ (p .1 2 ) .
A s  m y  s tu d y  fo c u s e d  o n  th re e  fa m il ie s , u s in g  th e  m e th o d  o f g ro u n d e d  th e o ry
w o u ld  s u g g e s t th e o r ie s  th a t c o u ld  n o t th e n  b e  te s te d  w ith in  th e  s c o p e  o f th e
s tu d y . L ik e  m a n y  o th e r re s e a rc h e rs  I m ig h t c la im  to  b e  c a r ry in g  o u t g ro u n d e d
th e o ry  b u t in  re a lity  w o u ld  o n ly  b e  e n g a g in g  w ith  a s p e c ts  o f it (G o u ld in g , 1 9 9 9 ;
B rym a n , 2 0 0 1 ) . C e r ta in ly , p a r ts  o f th e  m e th o d o lo g y  w o u ld  b e  h e lp fu l. T h e
p ro c e s s  o f ‘u n b re a k in g ’ th e  d a ta  re s o n a te d  w ith in  m e  a s  th e  c o r re c t m e a n s  o f
id e n t ify in g  th e  e x p e r ie n c e  o f th e  th re e  fa m il ie s  in v o lv e d . T h is  w o u ld  id e n t ify
c o n c e p ts  th a t c o u ld  th e n  b e  re la te d  a n d  c a te g o r is e d  w ith in  th e  s u g g e s te d
‘f ra c t io n s ’ o f  th e  l i fe w o r ld . R a th e r  th a n  fo rm u la t in g  u n iv e rs a l th e o r ie s  f ro m  th e s e ,
th e y  w o u ld  e x is t a s  d e ta ile d  a c c o u n ts  o f th re e  e x a m p le s  o f th e  re la t io n s h ip
b e tw e e n  a u t is m  a n d  h u m a n  e x p e r ie n c e . H o w e v e r , w h a t th e y  m ig h t b e  a b le  to
o f fe r , o n  a  m o re  u n iv e rs a l le v e l, to  o th e rs  is  a n  u n d e rs ta n d in g  o f h o w  c o m p le x
a n d  in d iv id u a l th e  e x p e r ie n c e  o f a u tis m  c a n  b e , w ith  th e  s u g g e s t io n  th a t th o s e
s u p p o rt in g  fa m il ie s  o f  c h ild re n  w ith  A S D s  m ig h t n e e d  to  re s p o n d  w ith  a n  e q u a lly
c om p le x  a n d  v a r ie d  ra n g e  o f  a p p ro a c h e s .
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In  t ru th , th e re  s e e m e d  m a n y  s im ila r it ie s  b e tw e e n  L ife w o r ld  a n d  g ro u n d e d  th e o ry  
a s  m e th o d o lo g ie s  (G o u ld in g , 1 9 9 9 ) a n d  it is  l ik e ly  th a t th is  s tu d y  is , in  fa c t, a  
c o m b in a tio n  o f  th e  tw o  a p p ro a c h e s . W h ile  th e  f in d in g s  a re  p re s e n te d  a c c o rd in g  
to  th e  p r in c ip le s  o f L ife w o r ld , a s  d e s c r ip t iv e  ra th e r  th a n  in te rp re tiv e  (G o u ld in g , 
1 9 9 9 ; A s h w o r th , 2 0 0 3 a ) , th e  c o n te x tu a l a n a ly s is  w ith in  th e  d is c u s s io n  c h a p te r  is  
m o re  in  k e e p in g  w ith  th e  t ra d it io n  o f g ro u n d e d  th e o ry . I e le c te d  to  w o rk  m a in ly  
w ith in  th e  t ra d it io n  o f L ife w o r ld  in  o rd e r  to  m e e t th e  c h a lle n g e  o f  w o rk in g  w ith in  
th e  p h ilo s o p h ic a l tra d it io n , b e c a u s e o f its v a lid a t io n  o f th e p a r t ic ip a n ts ’ 
p e rc e p t io n s  o f th e  e x p e r ie n c e  a n d  b e c a u s e  it e n a b le d  m e  to  p re -s e le c t th e  
p a r t ic ip a n ts , ra th e r th a n  w a it in g  fo r th e s e  to  ‘e m e rg e ’ th ro u g h  th e  d a ta  
(G o u ld in g , 1 9 9 9 ) . H o w e v e r , b o th  L ife w o r ld  a n d  g ro u n d e d  th e o ry  c o n c u rre d  w ith  
m y  o n to lo g ic a l p o s it io n .
Ontological position
M a s o n  (2 0 0 2 )  a rg u e s  th a t re s e a rc h e rs  n e e d  to  id e n t ify  th e ir  o n to lo g ic a l p o s it io n , 
e v e n  b e fo re  d e c id in g  u p o n  a  to p ic  to  in v e s t ig a te . U n d e rs ta n d in g  h o w  o n e  v ie w s  
th e  n a tu re  o f th e  e s s e n c e  o f th e  s o c ia l w o r ld  w il l fu n d a m e n ta lly  a f fe c t th e  w a y  
th a t in v e s t ig a t io n s  a re  c o n d u c te d , in c lu d in g  d ic ta t in g  th e  c h o ic e  o f m e th o d o lo g y  
(G u b a  &  L in c o ln , 1 9 9 8 ; M a s o n , 2 0 0 2 ) . W ils o n  (2 0 0 2 : 1 0 ) a ls o  c la im s  th a t , ‘T o  
s ta te  o n e ’s  m e th o d o lo g ic a l p o s it io n  is  to  d e s c r ib e  o n e ’s  v ie w  o f th e  n a tu re  o f 
re a lity ’ a n d  th a t fo r  th e  p h e n o m e n o lo g is t , ‘th e  w o r ld . . . is  o n e  o f in te rs u b je c t iv e ly  
c o n s tru c te d m e a n in g s ’ (p .1 0 ) . B rym a n (2 0 0 1 ) id e n t if ie s tw o o n to lo g ic a l 
p o s it io n s : o b je c t iv is m  (re a lis m ) a n d co n s tru c tio n ism  (c o n s tru c t iv is m ) . 
O b je c t iv is m  a s s e r ts  th a t th e  s o c ia l w o r ld  c a n  b e u n d e rs to o d  a s e x is t in g  
in d e p e n d e n t ly  f ro m  th o s e  th a t in h a b it it ; it is  s o m e th in g  d e fin ite  a n d  id e n t if ia b le .
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C o n s tru c t iv is ts  w o u ld  a rg u e , h o w e v e r , th a t ‘a l l k n o w le d g e  is  s o c ia lly  p ro d u c e d ’ 
( J a m e s  a n d  W a rn e r , 2 0 0 5 : 1 2 0 ) , th a t th e  s o c ia l w o r ld  is  in  a  c o n s ta n t s ta te  o f 
f lu x  a n d  o n ly  e x is ts  in  th e  in te rp re ta tio n  o f th o s e  th a t in h a b it  it (B rym a n , 2 0 0 1 ) .  
In  k e e p in g  w ith  th e  p h ilo s o p h ic a l s ta n c e  o f p h e n o m e n o lo g y  (W ils o n , 2 0 0 2 )
c o n s tru c t io n is ts  a s s u m e  th a t w h a t is  re a l is  a  c o n s tru c t io n  in  th e  m in d s  o f
in d iv id u a ls  (G u b a  a n d  L in c o ln , 1 9 9 4 ) . M a d a n  S a ru p  (1 9 9 6 ) re c o g n is e s  th a t a n  
in d iv id u a l’s  p o s it io n  c a n  b e  m e rc u r ia l:
w e  d o  n o t h a v e  a  h o m o g e n e o u s  id e n t ity  b u t in s te a d  w e  
h a v e  s e v e ra l c o n tra d ic to ry  s e lv e s . M o re o v e r , I b e lie v e  th a t  
tw o  im p o r ta n t fe a tu re s  o f  th e  h u m a n  s u b je c t a re  p e rp e tu a l 
m o b ili ty  a n d  in c o m p le t io n ’ (p .x v i) .
Id e n tify in g  a n d  a c k n o w le d g in g  y o u r p o s it io n , a s  re s e a rc h e r , is  t ra d it io n a lly  s e e n  
a s  e s s e n t ia l re s e a rc h  p ra c t ic e  (G u b a  &  L in c o ln , 1 9 9 4 ) . H o w e v e r , fo r th e  tru e  
p h e n om e n o lo g is t re s e a rc h e r th is  o u g h t to  b e u n n e c e s s a ry . B ra c k e tin g  o f 
p re v io u s  e x p e r ie n c e s  a n d  a s s um p tio n s  m e a n s  th a t th e  re s e a rc h e r s e ts  a s id e  
a n y  c o n c e p t o f re a lity  o r c o n s tru c t io n . In s te a d s h e /h e  a c c e p ts th a t th e  
id e o g ra p h ic  is  th e  m a tte r to  b e  re v e a le d  w ith in  th e  re s e a rc h  (A s h w o r th  a n d  
C h e u n g C h u n g , fo r th c o m in g , 2 0 0 6 ) . H o w e v e r , th ro u g h c o n d u c t in g th is  
re s e a rc h , I h a v e  c o m e  to  re a lis e  th a t I a m  a  c o n s tru c tiv is t . I b e lie v e  a  d e fin ite ,  
d e f in a b le  s o c ia l w o r ld  to  b e  a n  il lu s io n , th a t w e  a ll c re a te  o u r o w n  ‘re a lity ’ 
th ro u g h  o u r re la t io n s h ip  w ith  o th e rs  a n d  o u r e x p e r ie n c e s  o f th e  w o r ld s  w e  
in h a b it (D e n z in  &  L in c o ln , 1 9 9 4 ; W ils o n , 2 0 0 2 ) . W h a t a p p e a rs  to  b e  a  c le a r ly  
id e n t if ia b le  ‘re a l l i fe ’ c a n  b e  c h a lle n g e d  a t a n y  m om e n t b y  e x te rn a l e v e n ts  a n d  
w e  th e n  h a v e  to  fo rm u la te  a  n e w  w o r ld  in  re s p o n s e  to  th e s e . O u r  w o r ld s  a n d  th e  
‘u s ’ w h o  in h a b it  th em  a re  e v e r c h a n g in g , a  f lu id  in te ra c t io n  m a s k e d  a s  a  s o lid  
e n t ity .
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I w a s  c o n s ta n t ly  a w a re  o f m y  o w n  c h a n g in g  th o u g h ts  a n d  id e a s  th ro u g h o u t th is  
s tu d y . T h e  in v e s t ig a t io n  s e e m e d  to  o f fe r , c o n t in u o u s ly , a  m y r ia d  o f p o te n tia l 
n e w  d ire c t io n s . I o f te n  fe lt a  te n s io n  b e tw e e n  m a in ta in in g  m y  fo c u s  o n  w h a t I 
th o u g h t I s h o u ld  b e e x p lo r in g  a n d th e  fre s h  c h a lle n g e s  th a t p re s e n te d  
th em s e lv e s . O n e , in p a r t ic u la r , w h ic h  to o k m e la rg e ly b y s u rp r is e , w a s  
m a n a g in g  m y  o w n  e m o tio n a l re s p o n s e  to  a  fo c u s  o n  p a re n tin g . F o r a  w h ile  I 
th o u g h t m y  s tu d y  m ig h t m o v e  m o re  to w a rd s  t ra n s c e n d e n ta l p h e n o m e n o lo g y ,  a s  
I b e c a m e  ‘in  d a n g e r o f u t i l is in g  th e  e x p e r ie n c e s  o f th e  p a r t ic ip a n ts  in  o rd e r  to  
b e t te r  u n d e rs ta n d  m y  o w n  're a lity
Staying focused
M o u s ta k a s  (1 9 9 4 ) id e n t if ie s  t ra n s c e n d e n ta l p h e n o m e n o lo g y  a s  th e  p ro c e s s  th a t 
c o n n e c ts  th e  e x te rn a l w ith  th e  in te rn a l. E x p lo r in g  th e  e x p e r ie n c e s  o f  o th e rs  a n d  
th e  w a y  o th e rs  p e rc e iv e  th e  w o r ld  fa c il i ta te s  u s  in  o u r re fle c t io n s  o n  o u r o w n  
e x p e r ie n c e s  a n d  p e rc e p tio n s  (M o u s ta k a s , 1 9 9 4 ) . T h is  le a d s  u s  to  a  g re a te r  
u n d e rs ta n d in g  o f  o u r  o w n , h a rd  to  re a c h , d e e p  fe e lin g s  a n d  th o u g h ts  o n  h o w  w e  
u n d e rs ta n d  th e  w o r ld  a n d  o u r l iv e d  e x p e r ie n c e . R e f le x iv ity  c a n  s e rv e  a  p o s it iv e  
ro le  in  re s e a rc h  a s  it c a n  g iv e  th e  a c c o u n t o f  th e  re s e a rc h  g re a te r  t ra n s p a re n c y ,  
m a k in g  e x p lic it th e  ro le  o f th e  re s e a rc h e r in  c o n s tru c tin g  k n o w le d g e  (F in la y , 
2 0 0 2 ; H o ll id a y , 2 0 0 2 ; S p e e r , 2 0 0 2 ; C re s s w e ll, 2 0 0 3 ). H o w e v e r  th e  p ro c e s s  o f 
d e v e lo p in g  g re a te r p e rs o n a l in s ig h t s h o u ld  n o t b e  th e  p r im a ry  g o a l o f th e
re s e a rc h e r u n le s s  th is  is  th e  m a in  in te n t o f th e  re s e a rc h  fro m  th e  o u ts e t
(J o h n s to n , 1 9 9 5 ; F in la y , 2 0 0 2 ) . R a th e r th is p ro c e s s s h o u ld in fo rm  th e  
re s e a rc h e r’s  in te rp re ta t io n  o f  th e  e v id e n c e  (F lic k , 2 0 0 2 ; M a s o n , 2 0 0 2 ) . I t s h o u ld  
fa c il i ta te  th e  re s e a rc h e r in  u n d e rs ta n d in g  th e ir o w n  re la t io n s h ip  w ith  w h a t is
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b e in g  in v e s t ig a te d  a n d  w ith  id e n t ify in g  a n d  u n d e rs ta n d in g  th e  in f lu e n c e s  th a t 
m a y  a f fe c t th e ir  in te rp re ta t io n  o f  th e  e v id e n c e  (F in la y , 2 0 0 2 ; C re s s w e ll,  2 0 0 3 ) .
K v a le  (1 9 9 6 )  d e s c r ib e s  in te rv ie w e rs  a s  t ra v e lle rs , c o lla t in g  ta le s  w ith in  u n k n o w n  
la n d s . T h e  p ro c e s s  o f in te rv ie w in g  th e  p a re n ts  in  th is  s tu d y  re s u lte d , fo r  m e , in  
c o n tin u a l p e rs o n a l d is c o v e ry . O n  e a c h  o c c a s io n  I fe lt I e ith e r id e n t if ie d  a  
d if fe re n t a s p e c t o f  th e  p a re n ts ’ e x p e r ie n c e  o r  c a m e  to  u n d e rs ta n d  it  a t a  d e e p e r 
le v e l. M o u s ta k a s  (1 9 9 4 ) id e n t if ie s  th e  in te rv ie w  p ro c e s s  a s  o n e  o f re v e a lin g  th e , 
‘p a r t ia l v ie w s  o f  a  w h o le  e n t ity ’ (p .7 0 ) , c a re fu lly  u n c o v e r in g  la y e rs  o f  in fo rm a t io n . 
D if fe re n t a s p e c ts  o f  th e  e x p e r ie n c e  w e re  id e n t if ie d  th ro u g h  th e  in te rv ie w s  a s  w e  
w e re  a b le  to  re f le c t o n  d if fe re n t ‘f ra c t io n s ’ o f  th e  e x p e r ie n c e . A t o th e r  t im e s  I fe lt  
th a t re s e a rc h in g  th e  e x p e r ie n c e  w a s  lik e  c o lla t in g  a ll th e  in d iv id u a l p ie c e s  o f a  
j ig s a w  a n d  th e n  f it t in g  th e m  to g e th e r to  re v e a l th e  p ic tu re  o f th e  w h o le .  
H o w e v e r , it is  o n e  o f th o s e  jig s a w s  w h e re  th e  p ie c e s  c a n  b e  p u t to g e th e r in  
d if fe re n t c o m b in a t io n s  to  fo rm  d if fe re n t p ic tu re s , re f le c t in g  th e  f lu id ity  o f th e  
p a r t ic ip a n ts ’ p o s it io n s , c re a t in g  a n  a lte rn a t iv e  w h o le  b u t o n e  th a t is  n o  le s s  v a lid  
th a n  th e  f ir s t . H o w  th e  p ic tu re  w o u ld  lo o k  w o u ld  d e p e n d  u p o n  a  p a r t ic ip a n t ’s  
s e n s e  o f  th e  e x p e r ie n c e  a t  th e  t im e  o f  te l lin g .
A s  m y  s tu d y  h a s  u n fo ld e d  n o t o n ly  h a v e  I le a rn e d  a  g re a t d e a l o f  w h a t it m e a n t
fo r  th e s e  p a re n ts  to  re c e iv e  a  d ia g n o s is  o f a u t is m  fo r  th e ir  c h ild  b u t I h a v e  a ls o
g a in e d  n e w  in s ig h t in to  w h a t it  m e a n s  to  b e  a  p a re n t a n d  p a r t  o f  a  fa m ily  u n it . A
c h ild  w ith  a n  im p a irm e n t w h o  is  d is a b le d  b y  s o c ie ty  liv e s  w ith in  a  d is a b le d
fa m ily . T h e  im p a c t o f th e  d ia g n o s is  b e c om e s  p a r t o f th e  liv e d  e x p e r ie n c e  o f
e a c h  m em b e r . T h e  n a tu re  o f th e  e n t ity  o f th e  fa m ily  u n it is  e m p h a s is e d  w ith in
th e  d is a b le d  fa m ily . T h e  d e p th  o f c o m m itm e n t o f p a re n t to  c h ild  is  s h a rp ly
id e n t if ie d  b y  th e  w il l in g n e s s  o f th e  p a re n t to  c o m e  in to  c o n f l ic t w ith  a u th o r ity  to
o b ta in  th e  s e rv ic e s  th e y  fe e l th e ir  c h ild  re q u ire s , ta k e  o n  th e  ro le  o f te a c h e r  a s  
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w e ll a s  p a re n t, e d u c a te  th em s e lv e s  a b o u t th e ir  c h ild ’s  im p a irm e n t, c h a n g e  th e ir  
o w n  a c t iv it ie s , g o a ls  a n d  a m b it io n s  to  a c c om m o d a te  th e  n e e d s  o f  th e ir  c h ild  a n d  
b e c om e  in te rp re te rs  a n d  a d v o c a te s  fo r th e ir c h ild  in  a  w o r ld  th a t d o e s  n o t 
a p p e a r  to  u n d e rs ta n d .
I w a s  v e ry  m o v e d  o n  n u m e ro u s  o c c a s io n s  a s  th e s e  p a re n ts  d e s c r ib e d  th e ir  
e x p e r ie n c e s . T h e  fa m ily  u n it o f p a re n ts  a n d  c h ild re n  a p p e a re d  to  m e  a s  a n  
in te n s e  a n d  c le a r ly  d e f in a b le  b o d y . O th e r h ig h ly  in f lu e n tia l m em b e rs  c o m e  
w ith in  th e  te rm  ‘fa m ily ’ , s u c h  a s a u n ts , u n c le s a n d g ra n d p a re n ts . T h e s e  
a p p e a re d  to  b e  o n e  s te p  re m o v e d , o u ts id e  o f th is  sm a lle r u n it o f p a re n ts  a n d  
c h ild re n . P a re n ts  a n d  c h ild re n  fo rm  a  ‘c o re  u n it ’ , to  w h ic h  o th e r p a r ts  m ig h t b e  
a t ta c h e d , b u t it is  th is  c e n tra l s tru c tu re  th a t is  th e  s tro n g e s t a n d  m o s t u n if ie d  
p a r t .
T h e  p a re n ts  I in te rv ie w e d  w e re  c lo s e ly  u n ite d  in  th e ir  c o n c e rn  fo r  th e ir  c h ild re n  
a n d  in  th e  p r io r ity  th is  h a d  in  th e ir  l iv e s . T h e y  m a y  n o t a lw a y s  h a v e  b e e n  in  
a g re e m e n t w ith  e a c h  o th e r  o r  a t  th e  s a m e  p la c e  a t  th e  s a m e  t im e  w ith  re g a rd  to  
th e ir  a c c e p ta n c e  o f  th e  d ia g n o s is  a n d  its  im p lic a t io n s  b u t th e y  a lw a y s  a p p e a re d  
jo in e d  in  th e  b a tt le  to  p ro te c t th e ir  c o re  u n it f ro m  th e  im p a c t o f  th e s e  e v e n ts . I t  
w a s  n o t d if f ic u lt fo r m e  to  m a in ta in  th e  b o u n d a r ie s  o f m y  ro le , a s  I p e rc e iv e d  
th e m , w h ic h  w a s m a in ta in in g  a  d e g re e  o f ‘o b je c t iv ity ’ , a s I o f te n  fe lt th e  
o n lo o k e r , th e  o b s e rv e r re c o rd in g  th e  life  o f a  s e p a ra te  a n d  c o n ta in e d  u n it. I 
fo u n d  m y s e lf , th e re fo re , re f le c t in g  u n e x p e c te d ly  o n  m y  o w n  p o s it io n  a n d  w h a t a  
la c k  o f  a  s o n  o r  d a u g h te r  in  m y  life  m ig h t m e a n  to  m e .
A t o n e  t im e  I th o u g h t th e s e  q u e s t io n s  a ro u n d  b e in g  a  p a re n t a n d  w h a t it m e a n t 
to  m e , p e rs o n a lly ,  w o u ld  b e c om e  a  m a jo r  p a r t  o f  th is  s tu d y ; I w a n te d  to  s to p  a n d  
e x p lo re  fu l ly  th is  is s u e  th a t I fo u n d  to  b e  d o m in a t in g  m y  th o u g h ts . T h is  p ro v e d  a
6 8
p a s s in g  p h a s e , h o w e v e r . I fe lt u n c o m fo r ta b le , a s  th o u g h  I w a s  u s in g  th e  s h a r in g  
o f th e s e  p a re n ts ’ e x p e r ie n c e s  ju s t to  u n d e rs ta n d  b e t te r m y  o w n  fe e lin g s  a n d  
m o t iv a t io n s . I d id  n o t fe e l th a t it  w a s  fo r  th is  th a t th e  p a re n ts  h a d  o f fe re d  u p  th e ir  
t im e  a n d  b e e n  w il l in g  to  e x p o s e  th e m s e lv e s  to  th e  e m o t io n a l u p s e t o f re f le c t in g  
o n  th e ir  e x p e r ie n c e s .
M y in te re s t re m a in e d fo c u s e d , th e re fo re , o n w a n t in g  to u n d e rs ta n d  th e  
e x p e r ie n c e s  o f  th e  p a re n ts  a n d  w h a t im p a c t th is  d ia g n o s is  o f  a u t is m  h a s  h a d  o n  
th e ir  l iv e s , ra th e r  th a n  o n  m y  o w n  p o s it io n  in  re la t io n  to  b e in g  a  p a re n t . I k e p t 
m y  re a c t io n  to  th is  is s u e  o f p a re n tin g  a liv e  in  m in d , h o w e v e r , in  o rd e r to  t ry  to  
e v a lu a te  a n y  im p a c t it m ig h t h a v e  o n  m y  in te rp re ta t io n  o f  th e  d a ta . I w a n te d  to  
u s e  th e s e  in s ig h ts  fro m  e x p lo r in g  m y  o w n  p e rs o n a l re a c tio n  to  w h a t I w a s  
w itn e s s in g  to , ‘fo rm  th e  b a s is  o f a m o re  g e n e ra liz e d u n d e rs ta n d in g  a n d  
in te rp re ta t io n s ’ (F in la y , 2 0 0 2 : 2 1 4 ) . T h e  p ro c e s s  w a s  c irc u la r : u p o n  lis te n in g  to  
a n d  o b s e rv in g  w h a t b e in g  a  p a re n t m e a n t to  th e  p a r t ic ip a n ts , I re f le c te d  o n  m y  
p e rs o n a l p o s it io n  o n  w h a t it m ig h t m e a n  to  b e  a  p a re n t a n d  th e n  in c o rp o ra te d  
in s ig h ts  fro m  th e s e  re f le c t io n s in to  q u e s t io n s  fo r la te r in te rv ie w s , to  s e e k  
c la r if ic a t io n  o n  th e  p o s it io n  o f  th e  p a r t ic ip a n ts :
N ic k : What’s com ing fo r m e th rough th is research ... because  
I ’m  ge tting a ll so rts o f th ings tha t... you know , when you  
se t o ff on som eth ing  and  you th ink  you ’re go ing  to expect 
...I do . I ge t ve ry m oved by it because I th ink it ’s ... it ’s  
like ... you th ink, “W e ll, wha t a beautifu l aspect o f life  
rea lly tha t one hum an be ing can be so comm itted and  
have so m uch fee ling  fo r another hum an be ing ,” and k ind  
o f w ha t a  pos itive tha t is  rea lly , you know . I suppose it’s  
jus t s truck  m e tim e and  tim e aga in  rea lly .
R a c h e l ( to  B o b ) : But, you know , be ing a dad fo r you is the m ost 
prim e ro le  o f you r life , isn ’t it?
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B o b : Yeah , abso lu te ly . I love  it. I don ’t know  if  it ’s  ... you  know , 
if it w ou ld  have been any d iffe ren t in any k ind o f w ay  ( if  
T o d d  h a d  n o t h a d  a u tis m ) and I suppose  he ’s  va lued  even  
more ... you know , m ore he lp less ... o r he needs m ore  
he lp than o the r ch ild ren .
In  th is  w a y , w h ile  I d o  n o t c la im  to  h a v e  a d o p te d  th e  ‘S c h u tz ia n ’ p o s it io n  o f 
s o c ia l re s e a rc h e r a s  ‘d is in te re s te d  o b s e rv e r ’ (W ils o n , 2 0 0 2 : 3 ) , I d id  m a in ta in  
th e  fo c u s  o f th e  re s e a rc h  o n  th e  te ll in g  o f th e  p a r t ic ip a n ts ’ s to r ie s  (G o u ld in g , 
1 9 9 9 ; W ils o n , 2 0 0 2 ; A s h w o r th , 2 0 0 3 a ) ra th e r  th a n  m y  o w n .
Analysing the data
N in e te e n  in te rv ie w s  (a p p ro x im a te ly  o n e  h o u r e a c h ) w e re  c o n d u c te d , ta p e -  
re c o rd e d  a n d  t ra n s c r ib e d . T h is  g a v e  r is e  to  o v e r  tw o  h u n d re d  a n d  f if ty  th o u s a n d  
w o rd s . G o u ld in g  (1 9 9 9 ) d e s c r ib e s  th e  p ro c e s s  o f a n a ly s in g  d a ta , w ith in  th e  
p h e n o m e n o lo g ic a l t ra d it io n , a s  a  p ro c e s s  o f ‘s c ru t in is in g  th e  te x t fo r n a r ra t iv e  
s t ru c tu re s o r m e a n in g  “u n its ” w h ic h  d e s c r ib e  th e  c e n tra l a s p e c ts  o f th e  
e x p e r ie n c e ’ (p .7 ) . T h e re fo re , I to o k  th e  f irs t in te rv ie w  w ith  M a r ie  a n d  J o h n  
J e n k in s  a n d  id e n tif ie d  w h a t I c o n s id e re d  to  b e  th e  ‘e x p re s s io n s  o f e x p e r ie n c e ’ . 
T h e s e  w e re  th e  c o n c e p ts  c o n ta in e d  w ith in  th e  tra n s c r ip t . I th e n  w e n t th ro u g h  
th e  re m a in in g  tra n s c r ip ts  fo r  th e  J e n k in s  a n d  a d d e d  a n y  n e w  c o n c e p ts  w h ic h  
a ro s e  u n t i l e v e n tu a lly  th e re  w e re  s e v e n ty - fo u r  id e n t if ie d . I re d u c e d  th is  n u m b e r  
o f h e a d in g s  a s  s o m e  w e re  s u f f ic ie n t ly  re la te d  th a t it  w a s  p o s s ib le  to  p la c e  th e s e  
w ith in  a  b ro a d e r c a te g o ry : e .g . re la t io n s h ip  w ith  b ro th e r , s ib lin g s  s u rp a s s in g  in  
d e v e lo p m e n t a n d  b a la n c in g  n e e d s  o f  s ib lin g s  c o u ld  a ll c o m e  u n d e r  th e  h e a d in g  
o f , ‘s ib l in g  re la t io n s h ip s ’ . T h is  le d  to  tw e n ty -n in e  c a te g o r ie s . I th e n  w e n t  th ro u g h  
e a c h e x p re s s io n o f e a c h in te rv ie w  a n d a s s ig n e d to th em  a n um b e r ,
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c o r re s p o n d in g  to  th e  c a te g o ry  o r c a te g o r ie s  to  w h ic h  th e y  re la te d . I h a d  
o r ig in a lly  in te n d e d  to  re s tr ic t th e s e  to  th e  s ix  fra c t io n s  o f th e  life w o r ld , a s  
id e n t if ie d  b y  A s h w o r th  (2 0 0 3 a ) b u t I fe lt , in it ia lly , c o n s tra in e d  b y  th e s e . I d id  n o t 
t ru s t th a t a ll o f th e  c o n c e p ts  id e n t if ie d  c o u ld  b e  re p re s e n te d  w ith in  ju s t s ix
f ra c tio n s .
H o w e v e r , I n o w  a c c e p t  th a t th e y  d o ; a ll th e  a s p e c ts  o f  th e  e x p e r ie n c e , id e n t if ie d  
b y  th e  p a re n ts , c a n  b e  re la te d  to  th e s e  fra c tio n s . In d e e d  a s  th e  in te rv ie w s  
p ro g re s s e d  w ith  th e  W ill ia m s  a n d  B ro w n  fa m il ie s , I fo u n d  m y s e lf ta k in g  a  
f ra c t io n  a s  a  fo c u s  fo r  th e  in te rv ie w . W e  w o u ld , th e re fo re , s p e n d  o n e  in te rv ie w  
fo c u s in g  a ro u n d  is s u e s  o f ‘P ro je c t’ , e x p lo r in g  h o w  th e  d ia g n o s is  h a d  a f fe c te d  
w h a t th e  p a re n ts  n o w  d id  w ith  th e ir  t im e  a n d  w h e th e r it h a d  c h a n g e d  th e ir  
p r io r it ie s  w ith  re g a rd  to  th e  a c t iv it ie s  in  w h ic h  th e y  e n g a g e d . F o r a n o th e r  
in te rv ie w  w e  w o u ld  fo c u s  m o re  o n  ‘T e m p o ra lity ’ , lo o k in g  a t h o w  th e  p a re n ts  
v ie w e d  th e  fu tu re  a n d  a ls o  h o w  th e y  re la te d  th e ir  c u r re n t e x p e r ie n c e s  to  th o s e  
o f th e ir  p a s t . In  e f fe c t th e  tw e n ty -n in e  c a te g o r ie s  b e c am e  s u b h e a d in g s  o f th e
fra c tio n s .
W ith in  th is  c h a p te r I h a v e , th e re fo re , id e n t if ie d  th e  m e th o d o lo g ic a l p r in c ip le s
th a t h a v e  g u id e d  th is  s tu d y . I re c o rd e d  h o w  m y  in it ia l re s e a rc h  p ro p o s a l w a s , a s
I n o w  c la s s ify  it , fo r  a n  in d iv id u a l m o d e l in te rv e n t io n is t a c t io n  re s e a rc h  a g e n d a ,
a im e d  a t id e n t ify in g  ‘p ro b le m s ’ w ith in  th e  fa m ily  a n d , a s  ‘e x p e r t’ , ‘im p o s in g ’
c h a n g e . W h e n  th is  w a s  m e t w ith  re s is ta n c e  f ro m  th e  f ir s t fa m ily  I e x p lo re d  o th e r
m e th o d o lo g ie s  th a t w o u ld  ‘f i t ’ b e t te r  w ith  m y  o w n  d e v e lo p in g  o n to lo g ic a l a n d
e p is te m o lo g ic a l p o s it io n s  a n d  w h ic h  w o u ld  s u p p o r t ra th e r  th a n  d is e m p o w e r th e
p a re n ts  ta k in g  p a r t . I a rg u e  th a t L ife w o r ld  m e t th e s e  re q u ire m e n ts  a s  th e
p h ilo s o p h ic a l p r in c ip le s  th a t ‘u n d e rp in ’ it e m b ra c e  a  c o n s tru c t io n is t p e rs p e c t iv e
a n d  e m p o w e r p a r t ic ip a n ts  th ro u g h  e m p h a s is in g  th e  v a lid ity  o f  th e ir  e x p e r ie n c e . 
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G ro u n d e d  th e o ry  a ls o  s h a re s m a n y o f th e s e p r in c ip le s , b y m a k in g  th e  
p h e n o m e n o n  th e  s o u rc e  o f th e  d a ta  b u t w ith  s o m e  e s s e n t ia l d if fe re n c e s , s u c h  
a s  th e  fo rm u la t io n  o f  th e o ry , u s in g  th e  lite ra tu re  a s  a  fo rm  o f  d a ta  a n d  s e le c t io n  
o f  fu tu re  p a r t ic ip a n ts  e m e rg in g  f ro m  th e  d a ta . In  e f fe c t , th is  s tu d y  is  th e  re s u lt  o f  
s o m e m e rg in g  o f th e  tw o m e th o d o lo g ie s . W h ile  th e  f in d in g s h a v e b e e n  
p re s e n te d  in  th e  fo rm  o f L ife w o r ld  a s  ‘d e s c r ip t iv e ’ ra th e r  th a n  ‘in te rp re ta tiv e ’ , o r  
a t le a s t a s  fa r  a s  p o s s ib le  (M a s o n , 2 0 0 2 ) , th em e s  a re  e lu c id a te d  f ro m  th e  d a ta  
a n d  th e  lite ra tu re , w h ic h  in  e f fe c t a ls o  b e c a m e  p a r t o f th e  d a ta . H o w e v e r ,  
th ro u g h o u t , in  k e e p in g  w ith  p h e n o m e n o lo g ic a l p r in c ip le s , I h a v e  a t te m p te d  to  
‘b ra c k e t ’ m y  o w n  e x p e r ie n c e  a n d  e x p e c ta t io n s , d e s c r ib e d  th e  e x p e r ie n c e s  o f 
th e  p a r t ic ip a n ts  b e fo re  e n g a g in g  w ith  th e  lite ra tu re , fo c u s e d  o n  c o n s c io u s  
e x p e r ie n c e  (A s h w o r th  a n d  C h e u n g  C h u n g , fo r th c o m in g , 2 0 0 6 ) a n d  s e le c te d  
p a r t ic ip a n ts  o n ly  o n  th e  c r ite r io n  th a t th e y  h a v e  liv e d  th e  e x p e r ie n c e  (W ils o n , 
2 0 0 2 ) .
P a r t tw o  o f  th is  d is s e r ta t io n  w il l n o w  fo c u s  u p o n  th e  p re s e n ta t io n  o f  th e  d a ta  a n d  
d is c u s s io n  a ro u n d  th e  im p lic a t io n s  o f  th e  f in d in g s  fo r  p a re n ts  a n d  p ro fe s s io n a ls .
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Introduction
C h a p te rs  fo u r  to  e ig h t p re s e n t th e  a c c o u n ts  b y  th e  p a re n ts  o f  th e ir  e x p e r ie n c e .  
W a ltz  (2 0 0 5 : 1 1 ) id e n t if ie s  th a t ‘th e  is s u e  o f v o ic e ’ in  a n y  n a rra tiv e  is  c ru c ia l.  
S h e  o b s e rv e s  th a t p ro fe s s io n a ls  t ra d it io n a lly  h a v e  m in im is e d  th e  p a re n ta l s to ry  
w ith in  th e  h is to ry  o f a u tis m . L ife w o r ld  v a lu e s  o n ly  th e  v o ic e  o f th e  e x p e r ie n c e r  
(G o u ld in g , 1 9 9 9 ; A s h w o r th , 2 0 0 3 ) . W ith in  p h e n o m e n o lo g y , th e  a im  o f th e  
re s e a rc h e r is  to  p re s e n t a  d e s c r ip t iv e , ra th e r  th a n  a n  a n a ly t ic a l a c c o u n t (K v a le ,  
1 9 9 6 ) . T h e  e x p e r ie n c e s  w il l,  th e re fo re , b e  p re s e n te d , h e re , in  th e  L ife w o r ld  fo rm  
o f e n a b lin g  th e  p a r t ic ip a n ts  to  ‘te l l th e ir  o w n  s to ry  in  th e ir  o w n  te rm s ’ (W ils o n , 
2 0 0 2 : 2 ) , id e n t ify in g  th e  ‘h o w ’ o f th e  e x p e r ie n c e  (M o u s ta k a s , 1 9 9 4 ) . In tu it iv e  
s p e c u la t io n  a s  to  th e  ‘w h y ’ , th e  re a s o n s  fo r  w h a t b ro u g h t a b o u t th e  n a tu re  o f 
th e s e  e x p e r ie n c e s  (M o u s ta k a s , 1 9 9 4 ) w il l b e  d is c u s s e d  w ith in  c h a p te r n in e , 
e n t it le d , ‘S u m m a ry , Im p lic a t io n s  a n d  O u tc o m e s ’ .
T h e  p re s e n ta t io n  o f th e  f in d in g s  o f th is  s tu d y , d o e s , h o w e v e r , d e p a r t f ro m  a  
c e n tra l te n e t o f L ife w o r ld  b y  o f fe r in g  th e m  in  a  c o lle c t iv e  fo rm , ra th e r th a n  a s  
in d iv id u a l a c c o u n ts ; th is  is  m o re  in  th e  tra d it io n  o f g ro u n d e d  th e o ry  th a n  
L ife w o r ld  (G o u ld in g , 1 9 9 9 ; A s h w o r th , 2 0 0 3 a ) . H o w e v e r , in  k e e p in g  w ith  th e  
p r in c ip le s  o f L ife w o r ld  (A s h w o r th  a n d  C h e u n g  C h u n g , fo r th c o m in g , 2 0 0 6 ) th e  
p a re n ts ’ e x p e r ie n c e s , re c o rd e d  h e re , w e re  p re s e n te d , in  th is  w a y , b e fo re  
re fe re n c e  w a s  m a d e  to  th e  a c c o u n ts  w ith in  th e  l i te ra tu re  a n d  a re  o n ly  c la im e d  to  
re p re s e n t th e  e x p e r ie n c e s  o f th o s e  p a re n ts  w h o  p a r t ic ip a te d  in  th e  s tu d y . I 
s e le c te d  a  ‘c o lle c t iv e ’ m e th o d  o f p re s e n ta tio n  p a r t ly  to  re f le c t th e  c o m m o n  
fe a tu re s  o f th e  e x p e r ie n c e  th a t c a m e  a c ro s s  c le a r ly  to  m e  in  th e  d if fe re n t  
in te rv ie w s  b u t a ls o  to  re p re s e n t th e  c o m p le x ity  a n d  f lu id ity  o f th e  p a r t ic ip a n ts ’ 
p o s it io n s  in  re la t io n  to  th e ir  e x p e r ie n c e s . J a m e s  a n d  W a rn e r  (2 0 0 5 ) a rg u e  th a t
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‘d if fe re n t u n d e rs ta n d in g s  w il l m a k e  s e n s e  fo r  d if fe re n t p e o p le  a t d if fe re n t t im e s  
in  d if fe re n t s itu a t io n s ’ (p .1 2 2 ) o r  a s  H am m e rs le y  (2 0 0 3 : 7 5 4 ) te rm s  it , ‘T h e re  a re  
a lw a y s  m a n y  d if fe re n t w a y s  o f in te rp re t in g  a n y  s c e n e ’ . F o s te r  e t a l. (2 0 0 0 )  c la im  
th a t p a r t ic ip a n ts  a re  a lw a y s  c o m m it te d  to  m o re  th a n  o n e  v a lu e  a n d  th a t th e y  
p r io r it is e  th e s e  d if fe re n t ly  a c c o rd in g  to  th e  p a r t ic u la r c irc u m s ta n c e s . In d iv id u a l 
d if fe re n c e s a re  th e re fo re  e v id e n c e d in th is  s tu d y  b u t a s ‘s h a d e s o f th e  
e x p e r ie n c e ’ ra th e r th a n a s c le a r ly  d e f in a b le a c c o u n ts . T h e p a r t ic ip a n ts  
e x p e r ie n c e d  p a re n tin g  a s  a c om p le x  a c t iv ity , s o m e t im e s a d o p t in g  m u lt ip le  
p o s it io n s , in  re la t io n  to  th e  e x p e r ie n c e , a t a n y  o n e  t im e . P re s e n ta t io n  o f  th e  d a ta  
a s  a  k a le id o s c o p e  o f e x p e r ie n c e  is  th e re fo re  in te n d e d  to  c o n v e y  th is  s h if t in g  
la n d s c a p e  o f  fe e lin g .
T h e  fra c t io n s  o f L ife w o r ld  a re  n o t d is c re te  c a te g o r ie s  b u t a re  in te r re la te d  a n d  
in te rd e p e n d e n t (A s h w o r th , 2 0 0 3 a ) a n d  s o  s o m e  e x p re s s io n s  o f e x p e r ie n c e  
a p p e a r w ith in  m o re  th a n  o n e  s e c t io n , re fle c t in g  b o th  th e  c o m p le x ity  a n d  
m u lt ifo rm  n a tu re  o f e x p e r ie n c e . F o r  th is  re a s o n , ra th e r  th a n  u s in g  th e  f ra c t io n s  
o f L ife w o r ld  a s  th e  t it le s , u n d e r w h ic h  th e  e x p e r ie n c e s  a re  c o lla te d , I h a v e  
e le c te d  h e re  to  u s e  th e  h e a d in g s  th a t a p p e a r  to  c a p tu re , m o s t e f fe c t iv e ly , th e  
c o n n e c t io n  b e tw e e n  th e s e  e x p e r ie n c e s  a s  c o n c e p tu a lis e d  b y  th e  p a r t ic ip a n ts .  
T h e  f ra c t io n s  o f  L ife w o r ld  a re  in te rw o v e n , ra th e r  th a n  m a d e  e x p lic it , w ith in  e a c h
s e c t io n .
W ith in  e a c h  c h a p te r  I id e n t ify  w h a t I h a v e  ‘in te rp re te d ’ to  b e , in  th e  s e n s e  o f  th is  
b e in g  m y u n d e rs ta n d in g o f w h a t w a s b e in g  e x p e r ie n c e d , th e  e s s e n c e  o f 
p a r t ic u la r e x p e r ie n c e s (A s h w o r th  a n d C h e u n g C h u n g , fo r th c o m in g , 2 0 0 6 ) . 
T h e s e  a re  th e n  s u p p o r te d  b y  b r ie f  e x c e rp ts  o f  q u o ta t io n , f ro m  th e  t ra n s c r ip ts , to  
m a k e  t ra n s p a re n t h o w  th e s e  ‘in te rp re ta t io n s ’ h a v e  b e e n  a r r iv e d  a t .
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T h e  is s u e  o f h o w  m u c h  to  s a y  a b o u t th e  b a c k g ro u n d  o f th e  p a re n ts  is  
p ro b le m a t ic . T h e s e  fa m il ie s  a re  s t i l l e n g a g in g  w ith  th e  p ro fe s s io n a ls  re fe r re d  to  
w ith in  th e  s tu d y  a n d  I w is h  to  p ro te c t th e ir r ig h t to  a n o n ym ity  (C o h e n  a n d  
M a n io n , 1 9 8 0 ) . It is v e ry d iff ic u lt w ith in  a sm a ll c o m m u n ity  to p re v e n t 
p a r t ic ip a n ts  f ro m  b e in g  id e n t if ie d  b u t I h a v e  ta k e n  w h a t s te p s  I c a n  to  d o  s o . I 
h a v e  c h a n g e d  a ll n a m e s , t r ie d  to  re m o v e  a n y  id e n t if ia b le  s p e e c h  m a n n e r is m s  
a n d  k e p t p e rs o n a l d e ta ils  to  a  m in im um . T o  d o  s o  th o u g h , c a n  th re a te n  to  ta k e  
a w a y  th e  p e rs o n a lity  o f  th o s e  in v o lv e d  a n d  r is k s  d e h u m a n is in g  th em , re d u c in g  
p e o p le  to  a  b r ie f c o lle c t io n  o f fa c ts . M a y  it b e  n o te d  h e re  th a t a ll th e  fa m il ie s  
p a r t ic ip a t in g  w ith in  th is  s tu d y  c o n s is te d  o f v ib ra n t , r ic h , lo v in g  p e rs o n a lit ie s , 
w h ic h , I b e lie v e , is  re f le c te d  s tro n g ly  in  th e ir  v o ic e d  e x p e r ie n c e  w ith in  th is  d a ta .
A ll p a re n ts  w e re  o f a  s im ila r a g e , e c o n o m ic  a n d  p ro fe s s io n a l b a c k g ro u n d  
a lth o u g h  th e re  w a s  s o m e  v a r ie ty  in  c u ltu ra l b a c k g ro u n d . A ll th e  c h ild re n  w ith  a  
d ia g n o s is  o f a u t is m  w e re  b o y s . S a m  J e n k in s  w a s  th re e  y e a rs  o f a g e , a t te n d e d  
p re -s c h o o l a n d  h a s  a  y o u n g e r  s ib lin g , B il ly . B e n  W ill ia m s  w a s  fo u r  y e a rs  o ld , 
a t te n d e d  a  m a in s tre a m  in fa n t s c h o o l a n d  h a d  a n  o ld e r s ib lin g , T e re s a . T o d d  
B ro w n  w a s  s ix  y e a rs  o ld , a n  o n ly  c h ild  a n d  h a d  b e e n  g iv e n  a  d ia g n o s is  o f 
a u t is m , th re e  a n d  a  h a lf  y e a rs  p re v io u s ly .
C h a p te r  F o u r  fo c u s e s  o n  th e  ‘g e n e ra l’ e x p e r ie n c e  o f p a re n t in g , id e n t ify in g  w h a t 
b e c o m in g  p a re n ts  h a s  m e a n t to  th e  p a r t ic ip a n ts , h o w  th e y  w e re  e x p e r ie n c in g  
th e ir re la t io n s h ip s  w ith  th e ir c h ild re n , th e  w a y s  in  w h ic h  th e  d ia g n o s is  h a d  
a f fe c te d  p a re n ts ’ l i fe -p la n s  a n d  d a ily  a c t iv ity , th e  im p a c t o f  o th e rs  o u ts id e  o f  th e  
p a re n t-c h ild  u n it a n d  o n  w h e th e r p a re n tin g  a  d is a b le d  c h ild  w a s  e x p e r ie n c e d  
d if fe re n tly  to  p a re n t in g  a  c h ild  w h o  is  n o t d is a b le d .
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C h a p te r F iv e  is  c o n c e rn e d  w ith  te m p o ra lity  a n d , in  p a r t ic u la r , o n  h o w  th e  
p a re n ts  ‘e x p e r ie n c e d ’ th e  fu tu re  a n d  th e  im p a c t th is  h a d  o n  th e  p re s e n t.
C h a p te r S ix d e s c r ib e s th e p a re n ts ’ p e rc e p t io n s o f th e ir ro le s in , a n d  
u n d e rs ta n d in g  o f , th e  d e v e lo p m e n t o f  th e ir  c h ild re n .
C h a p te r S e v e n  th e n re c o rd s  h o w  th e  d ia g n o s t ic  p ro c e s s im p a c te d  u p o n  
re la t io n s h ip s  b o th  w ith in  a n d  o u ts id e  o f  th e  p a re n t-c h ild  u n it.
C h a p te r E ig h t c e n tre s  o n  th e  p a re n ts ’ e x p e r ie n c e s  o f p ro fe s s io n a ls  a n d  th e  
d ia g n o s t ic  p ro c e s s  its e lf .
Reading the data
T h e  ro le  o f  th e  re s e a rc h e r w ith in  L ife w o r ld  is  to  p re s e n t a  d e s c r ip t iv e  a c c o u n t o f  
th e  p h e n o m e n o n  a s  e x p e r ie n c e d  b y  th e  p a r t ic ip a n t (K v a le , 1 9 9 6 ; D a h lb e rg  e t 
a l. , 2 0 0 1 ; A s h w o r th , 2 0 0 3 a ) . A  w il l in g n e s s  b y  th e  re s e a rc h e r  to  re m a in  o p e n  to  
th e  d a ta , to  s u s p e n d  e x p e c ta t io n s  a n d  to  l is te n  o n ly  to  w h a t is  e x p re s s e d  w ith in  
it , is  a n  e s s e n t ia l re q u ire m e n t o f th e  m e th o d o lo g y  (D a h lb e rg  e t a l. , 2 0 0 1 ) . T h e  
s a m e  e x p e c ta t io n  m u s t b e  m a d e  o f th e  re a d e r , w h o  is  a s k e d  to  e v a lu a te  
w h e th e r  th e  d a ta  h a s  b e e n  p re s e n te d  in  s u c h  a  w a y  th a t s h e /h e  fe e ls  a b le  to  
a c c e s s  th e  e s s e n c e  o f  th a t e x p e r ie n c e , a s  d e s c r ib e d  b y  th e  re s e a rc h e r (K v a le ,  
1 9 9 6 ) . T h e  re s e a rc h e r p re s e n ts  w h a t h e /s h e  u n d e rs ta n d s  to  b e  th e  m e a n in g  o f  
th a t e x p e r ie n c e  fo r  th e  p a r t ic ip a n ts . O n ly  th a t w h ic h  c a n  b e  d e d u c e d  fro m  th e  
d a ta  is  p re s e n te d ; a n y  p re v io u s  e x p e r ie n c e s  k n o w n  to  th e  re s e a rc h e r a re  o n ly  
u s e d  la te r to  s u g g e s t p o s s ib le  fa c to rs  u n d e r ly in g  th e  n a tu re  o f th e  e x p e r ie n c e  
(K v a le , 1 9 9 6 ; D a h lb e rg  e t a l. ,  2 0 0 1 ) .
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In  k e e p in g  to  th e s e  p r in c ip le s  I h a v e  p re s e n te d  th e  d a ta  in  th e  fo llo w in g  
c h a p te rs  a s  s ta te m e n ts  o f u n d e rs to o d  m e a n in g . I h a v e  m a d e  e v e ry  e f fo r t to  
re c o rd  o n ly  w h a t I u n d e rs to o d  to  b e  th e  e le m e n ts  o f e x p e r ie n c e  a s  e x p re s s e d  
b y  th e  p a r t ic ip a n ts . E a c h  o f  th e s e  e x p re s s io n s  o f  e x p e r ie n c e  is  s u p p o r te d  w ith  a  
b r ie f  e x c e rp t  f ro m  th e  t ra n s c r ip t io n , to  m a k e  c le a r  to  th e  re a d e r  h o w  th is  f ra c t io n  
o f th e  e x p e r ie n c e  w a s  e x p re s s e d  w ith in  th e  in te rv ie w . T h is  s h o u ld  e n a b le  th e  
re a d e r  to  e v a lu a te  th e  ‘v a lid ity ’ o f  m y  in te rp re ta t io n  (K v a le , 1 9 9 6 ) .
T o  th o s e  u n fa m ilia r w ith  re a d in g  d e s c r ip t iv e  d a ta , a c c o u n ts  p re s e n te d  in  th is  
w a y  c a n  a p p e a r a s  a  ru s h  o f u n its  o f e x p e r ie n c e . T h e re fo re , to  m a k e  th e s e  
m o re  a c c e s s ib le  to  th e  re a d e r , I h a v e  g ro u p e d  e x p e r ie n c e s  u n d e r c o lle c t iv e  
t it le s  w h e re  I p e rc e iv e  th e s e  a s  b e in g  re la te d . W h ile  a t te m p t in g  to  m a in ta in  th e  
‘f lo w ’ o f th e  te x t, s o m e  re p e t it io n  o f e x p e r ie n c e  is  in e v ita b le  w ith in  a  L ife w o r ld  
p re s e n ta t io n . T h is  s e rv e s  to  il lu s tra te  th a t o n e  e x p e r ie n c e  m a y  h a v e  m u lt ip le  
im p a c ts  o n  th e  life w o r ld  (A s h w o r th , 2 0 0 3 a ) . D e s p a ir o v e r th e  fu tu re , fo r  
e x a m p le , is  c le a r ly  a n  a s p e c t o f te m p o ra lity  th a t w il l b e  e x p e r ie n c e d  p h y s ic a lly  
a s  a n  e m o t io n  (e m b o d im e n t) , m a y  a f fe c t re la t io n s h ip s  w ith  o th e rs  (s o c ia lity ) ,  
a lte r  p e rc e p t io n s  o f w h a t is  im p o rta n t in  life  (p ro je c t) a n d  le a d  to  fe e lin g s  o f 
le s s e n in g  p e rs o n a l c o n tro l o v e r th e  s itu a t io n  (s e lfh o o d ) . T h is  o n e  e x p e r ie n c e ,  
th e re fo re , m a y  b e  re c o rd e d  w ith in  e a c h  o f th e  d if fe re n t f ra c t io n s  (A s h w o rth , 
2 0 0 3 a ) . F u r th e r s u p p o r t w ith  a c c e s s in g  th e  d a ta  is  a ls o  p ro v id e d  b y  th e  
in c lu s io n  o f s u m m a ry  s ta te m e n ts  a t th e  c o n c lu s io n  o f  th e  lo n g e r  s e c t io n s  o f  th e  
d a ta  p re s e n ta t io n . T h e s e  h a v e  th e  e f fe c t o f c re a t in g  p a u s e s  w ith in  th e  te x t , 
th e re b y  g iv in g  th e  re a d e r a n  o p p o r tu n ity  to  re f le c t b o th  o n  th e  e x p e r ie n c e s  
e x p re s s e d  b y  th e  p a r t ic ip a n ts  a n d  o n  m y  in te rp re ta t io n  o f  th e s e .
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Developing skills
S ig n s  o f d e v e lo pm e n ta l p ro g re s s  in  th e ir  c h ild re n  a ro u s e d  p o s it iv e  e m o t io n a l 
re s p o n s e s  w ith in  th e  p a re n ts :
‘W e ’re de ligh ted ..'} ‘...it ’s  the m ost w onderfu l th ing ...’} ‘...he ’s s till deve lop ing . 
Tha t’s  s till the  joy .
T h e  n a tu re  o f th e  d e v e lo p m e n t, a lth o u g h  s o m e t im e s  re c o g n is e d  a s  d if fe re n t to  
o th e r  c h ild re n , w a s  n o t c o n s id e re d  to  b e  le s s  s ig n if ic a n t:
‘...c lea rly  he ’s  no t the sam e as everybody  e lse , bu t he ’s  s till deve lop ing’.
T h e  p a re n ts  le a rn t to  a d ju s t to  th e ir  c h ild re n ’s  s ty le s  o f  d e v e lo pm e n t:
‘. . .bu t w e have lea rn t to  .. .take  s tock  and  rea lise tha t m ost th ings a re  phases ’
a n d  e x p e r ie n c e d  th e ir  c h ild re n ’s  d e v e lo p m e n t o f s k il ls , a t t im e s , a s  s o m e th in g  
w o n d ro u s , a lm o s t m y s t ic a l:
‘Th ing ’s like tha t it’s am az ing ’} ‘...inc red ib ly rea lly ...’} ‘....is someth ing  
extrao rd ina ry’.
T h e  p a re n ts  in  th is  s tu d y , th e re fo re , v a lu e d  th e ir  c h ild re n ’s  a c q u is it io n  o f n e w  
s k il ls . T h e s e  p ro d u c e d  fe e lin g s  o f d e lig h t , jo y  a n d  w o n d e r . A lth o u g h  th e s e  
p a re n ts  id e n t if ie d  th e ir  c h ild re n  a s  s o m e tim e s  fo llo w in g  d if fe re n t d e v e lo p m e n ta l 
p a th s , th e y  s t i l l c o n s id e re d  th e s e  to  b e  o f e q u a l v a lu e  to  th e  m o re  e x p e c te d  
p a th w a y s .
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Developing independence
B e in g  a b le  to  u n d e rs ta n d  w h a t th e ir  c h ild re n  d e s ire d  w a s  p a r t ic u la r ly  v a lu e d  b y  
th e  p a re n ts :
‘...it’s  the m ost w onderfu l th ing  to  know  wha t he  w an ts  fo r C h ris tm as...’.
D e v e lo p in g  in d e p e n d e n c e , in  th e ir  c h ild re n , w a s  a ls o  h ig h ly  re g a rd e d :
‘B u t he ’s so independen t...’; ‘...runn ing h is own ba th , ge tting in and ou t, 
honestly  he ’s  rea lly  good.
P a re n ta l in p u t in to  th e  te a c h in g  o f s k il ls  a n d  p ro g re s s  m a d e  b y  th e  c h ild re n
w e re  s e e n  a s  l in k e d :
‘...so  I spent ages and  if  you  ask  h im  now ..
S k il ls  a n d  a b il it ie s  in  th e ir  c h ild re n , w h ic h  s u rp a s s e d  th o s e  o f th e  p a re n ts , w e re
a d m ire d :
. .yes , so  he  hea rd  it bu t I d idn ’t.
T h e s e  p a re n ts  p e rc e iv e d  th e ir c h ild re n  a s  d e v e lo p in g  th e  s k il ls  re q u ire d  to  
e n a b le  th e m  to  b e c o m e  in d e p e n d e n t b e in g s . T h is  w a s  v a lu e d  b y  th e  p a re n ts  
a n d  e n c o u ra g e d  th ro u g h  th e  te a c h in g  o f  s p e c if ic  s k il ls .
Enjoying relationships
T h e  d e g re e  o f d e v e lo pm e n ta l p ro g re s s  m a d e  b y  th e ir c h ild re n  a f fe c te d  th e  
e m o t io n a l w e ll b e in g  o f  th e  p a re n ts :
’It w as com p le te ly new  language fo r h im  and I th ink tha t w as the tim e we fe lt
fine ...’.
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T h e  e x te n t to  w h ic h  th e y  w e re  a b le  to  e n jo y  th e ir  c h ild re n  w a s  p e rc e iv e d , b y  th e  
p a re n ts , a s  re la te d  to  th e ir  c h ild re n ’s  le v e ls  o f  e m o t io n a l re s p o n s iv e n e s s :
'...the re is a lo t m ore to en joy about h im '', '...you don ’t ge t the sam e  
respons iveness  o r the sam e leve l o f feedback  and  joy  th ink ing  abou t it.
E v e n  a t th e  m o s t d if f ic u lt t im e s  e n jo ym e n t in  th e  p a re n t-c h ild  re la t io n s h ip  c o u ld
b e  fo u n d :
‘H e s till d id  b ring  joy , he w as ve ry  tir ing ....’.
S om e  o f  th e  c h ild re n ’s  b e h a v io u r  w a s  p e rc e iv e d  a s  h u m o ro u s :
‘Y eh , tha t w as rea lly good, yeh , it w as funny...'', ‘H e ’s go t a sense o f humour  
and  he b rings  joy  by  w ha t he  does '.
W h e n  th e ir  c h ild re n  d e m o n s tra te d  a b ili ty  in  a c t iv it ie s  a ro u n d  in te re s ts  s h a re d  b y  
th e  p a re n ts , th is  w a s  re c e iv e d  p o s it iv e ly :
‘H e  likes  h is  snooke r.‘...he  w as rea lly  good w ith  h is  go lf c lub ’
a n d  p a re n t-c h ild  re la t io n s h ip s  w e re  s e e n , g e n e ra lly , a s  a  s o u rc e  o f p ro fo u n d  
p le a s u re :
‘...and  you say, ‘O h you ’re love ly? and tha t is  jus t som eth ing tha t...you know , 
tha t is  am az ing  rea lly? .
E n jo y in g  th e ir c h ild re n  w a s  v ie w e d , b y  th e  p a re n ts , a s  s o m e th in g  th a t th e y  
n e e d e d  to  fo c u s  o n  to  a v o id  d o m in a t io n  b y  th e  n e g a t iv e  a s p e c ts  o f p a re n t in g  a
d is a b le d  c h ild :
‘W e  d idn ’t w an t to  de trac t by  focus ing  on  the nega tive .
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T h e  m a in  s o u rc e  o f s t re s s  in  th e  re la t io n s h ip  b e tw e e n  p a re n t a n d  c h ild  w a s  n o t 
s e e n  a s re s u lt in g  fro m  th e  c h ild ’s  im p a irm e n t b u t fro m  th e  p ro fe s s io n a ls
in v o lv e d :
‘...bu t the b iggest s tress was...be ing to ld te rrib le th ings ...and the worse th ing
was schoo r.
T h e  p a re n ts , in  th is  s tu d y , e x p e r ie n c e d , th e re fo re , a  lo t o f  p le a s u re  th ro u g h  th e ir  
re la t io n s h ip s  w ith  th e ir c h ild re n . A t t im e s  th e y  fe lt c h a lle n g e d  b y  b e h a v io u rs  
a s s o c ia te d  w ith  a u t is m , s u c h  a s  la c k  o f s le e p , b u t th e s e  e x p e r ie n c e s  w e re  
a lw a y s  b a la n c e d  b y  m o re  p o s it iv e  in te ra c t io n s . E m o t io n a l c o n n e c t io n s  w e re  
s e e n  a s  im p o r ta n t ; th e  m o re  p a re n ts  c o u ld  e s ta b lis h  a  c o n n e c t io n  w ith  th e ir  
c h ild re n  th e  m o re  th e y  p e rc e iv e d  th a t th e y  g o t o u t o f th e  re la t io n s h ip . P a re n t-  
c h ild  re la tio n s h ip s  w e re  n o t s e e n  a s  a  s o u rc e  o f s ig n if ic a n t s tre s s . R a th e r ,  
s t re s s  c a m e  fro m  th e  d ia g n o s t ic  p ro c e s s  its e lf a n d  c o p in g  w ith  th e  s p o ile d
id e n tit ie s  o f  th e m s e lv e s  a n d  th e ir  c h ild re n .
Two-way relationships
V a lu e  w a s  p la c e d  o n  c o m m u n ic a t io n  b e in g  a  re c ip ro c a l p ro c e s s  b e tw e e n  p a re n t
a n d  c h ild :
‘...it’s  a  tw o -w ay feedback ; W e  fee l eve ry th ing ’s  tw o w ay.
T h is  w a s  a c t iv e ly  p ro m o te d  b y  th e  p a re n ts :
‘W e ’re  try ing  to  encou rage som e d ia logue ’.
T h e c h ild re n ’s re s p o n s e s to re q u e s ts w e re e v a lu a te d fo r e v id e n c e  o f 
u n d e rs ta n d in g  a n d  re s p o n s iv e n e s s :
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W e  are ab le to te ll h im  to do th ings a little  b it now  like we can te ll h im  to pu t 
som eth ing  in  the  b in ...'.
L a c k  o f a n  a c c e s s ib le  c o m m u n ic a tio n  s y s te m  b e tw e e n  p a re n t a n d  c h ild  w a s  
th o u g h t  o f  a s  p ro b lem a tic  b u t  c o u ld  b e  o v e rc o m e :
7  though t we m igh t have a b it o f a p rob lem  exp la in ing tha t one bu t he jus t 
seems to look and see ’ ( re fe r r in g  to  a  c o m p le x  c o n c e p t w ith in  a  g a m e  w h ic h  
n e e d e d  e x p la in in g ) .
In fo rm a l c h a ts b e tw e e n  th e  p a re n ts  a n d  th e ir c h ild re n  w e re  a s o u rc e  o f 
p le a s u re :
'.. .hav ing  love ly  little  cha ts ...’
a n d b e in g  a b le  to  u s e  la n g u a g e  to  ta k e  p a r t in  fa m ily  e v e n ts , s u c h  a s  
C h r is tm a s , w a s  a p p re c ia te d  a n d  p r iz e d :
‘S o  know ing th is C hris tm as it is  w ha t he ac tua lly  w an ts  and  unders tands...tha t’s
n ice ...’.
B e in g  a b le  to  d e v e lo p  s y s te m s  o f  c o m m u n ic a t io n  b e tw e e n  p a re n t a n d  c h ild  w a s  
im p o r ta n t  fo r  th e s e  p a re n ts . T h e s e  d id  n o t h a v e  to  b e  c o n v e n tio n a l m e th o d s  s o  
lo n g  a s  th e y  le d  to  s o m e  s o r t o f m u tu a l u n d e rs ta n d in g  a n d  c o n n e c t io n . T h e  
a b il i ty  o f  th e ir  c h ild re n  to  c o m m u n ic a te  n e e d s  a n d  d e s ire s  w a s  v a lu e d  fo r  its e lf  
b u t a ls o  b e c a u s e  it w a s  s e e n  a s  e v id e n c e  o f ‘n o rm a lity ’ , a  n e g a t io n  o f th e  
d ia g n o s is .
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Parents as teachers
T h e  p a re n ts  ta u g h t n e w  s k il ls  to  th e ir  c h ild re n . T h is  w a s  p e rc e iv e d  a s  h a v in g  a n  
im p a c t o n  th e ir  c h ild re n ’s  le a rn in g :
‘S o I spen t ages  ( te a c h in g  a  n e w  s k il l , )  he ’ll (h u s b a n d ,)  te ll you ... ’; ‘...so  I w rite 2  
and 3 then a fte r tha t I th ink  he lea rn t, now  he know s from  1-20 , even though he  
m issed  som e num bers  like 13 , 18 ...’.
A lth o u g h  w h a t w a s  ta u g h t m ig h t h a v e  b e e n  d if fe re n t b e c a u s e  th e ir  c h ild re n  h a d  
‘im p a irm e n ts ’ , th e  p a re n ts , in  th is  s tu d y , s a w  it a s  th e  ro le  o f e v e ry  p a re n t to
te a c h  th e ir  c h ild re n :
. . it ’s  m ore  focused  on ce rta in  a reas  ( ra th e r  th a n ) teach ing  h im  to  p lay  foo tba ll 
on Sunday a fte rnoons’.
D o u b ts  w e re  s o m e t im e s  e x p re s s e d  a b o u t h o w  to  te a c h  th e ir  c h ild re n  c e r ta in
s k il ls :
7  don ’t know  how  to  teach h im ’,
b u t c re a t iv e  w a y s  w e re  fo u n d  a ro u n d  p ro b le m s :
7  don ’t know  how  to  teach h im . I then p lay w ith the toys and  (g o ) tw o ca rs add
tw o ca rs ... ’.
T h e  p a re n ts  s a w  th e m s e lv e s  a s  m o re  a w a re  o f w h a t th e y  w e re  te a c h in g  th e ir  
c h ild re n  th a n  p a re n ts  o f  n o n -d is a b le d  c h ild re n :
‘...It’s  a  b it m ore  in tense .
A t t im e s  th e  c h ild re n  w e re  a b le  to  te a c h  th e  p a re n ts  n e w  s k il ls ; th is  w a s  
s o m e th in g  th a t th e  p a re n ts  a d m ire d :
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‘I m ean  he teaches  m e songs..
T h e  p a re n ts  s a w  te a c h in g  a s  a  n a tu ra l a s p e c t o f th e  p a re n tin g  ro le . T h e y  
id e n tif ie d  s k il ls  th a t th e y  th o u g h t th e ir c h ild re n  n e e d e d  to  d e v e lo p  a n d  w e re  
c re a t iv e  in  d e v is in g  m e th o d s  fo r  te a c h in g  th e s e . A lth o u g h  th e  p a re n ts  s a w  th is  
a s  th e  ro le  o f a ll p a re n ts  th e y  d id  fe e l it  w a s  m o re  e s s e n tia l, a n d  n e e d e d  to  b e  
m o re  s tru c tu re d , in  th e  c a s e  o f d is a b le d  c h ild re n . T h e  p a re n ts  p e rc e iv e d  
th e m s e lv e s  a s  le a rn e rs  to o , a b le  to  b e  ta u g h t n e w  th in g s  b y  th e ir  c h ild re n ; 
le a rn in g  a n d  te a c h in g  w a s  e x p e r ie n c e d  a s  a  s h a re d  p ro c e s s .
Team work
T h e  d e v e lo p m e n t o f c o m m u n ic a t io n  s k il ls , in  th e ir c h ild re n , w a s  p e rc e iv e d  a s  
h a v in g  a  s ig n if ic a n t im p a c t o n  b o th  th e  g e n e ra l w e ll b e in g  o f  th e ir  c h ild re n  a n d  
th e  q u a lity  o f  th e  re la t io n s h ip  b e tw e e n  p a re n t a n d  c h ild :
‘B ecause he can te ll you ...’; ‘...the re ’s  a  lo t m ore  to  en joy ...’.
M om e n ts  w e re  v a lu e d  w h e n  p a re n ts  a n d  c h ild re n  w e re  in v o lv e d  in  jo in t p ro je c ts , 
w o rk in g  to g e th e r :
‘...he  looks a fte r B illy  ( s ib l in g ) , he he lps  m e ou t...’.
T h e  re la t io n s h ip  b e tw e e n  p a re n t a n d  c h ild  w a s  s e e n  a s  s o m e th in g  th a t c o u ld  b e  
v a lu e d  o n  its  o w n  te rm s  ra th e r  th a n  c o m p a r in g  it w ith  p re v io u s  e x p e r ie n c e s  o f 
p a re n tin g  o r  th o s e  o f  o th e r  p a re n ts :
‘...bu t w e d idn ’t know  wha t o the r peop le w ere  ge tting ...because  we had  no t had
ano the r ch ild ’.
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T ry in g  to  g e t th e ir  c h ild re n ’s  a t te n t io n  s o m e t im e s  fe lt lik e  a  c o m p e tit io n  w ith  
d is tra c t in g  e n v iro n m e n ts :
‘...G e t h im  ou t o f the house ...ou t o f the trap ...aw ay from  the env ironm ent tha t 
sucks h im  away’.
T h e ir c h ild re n  w e re  p e rc e iv e d , b y  th e  p a re n ts , a s  h a v in g  a  p o s it iv e  e f fe c t o n  
th e ir  p e e r  g ro u p :
'.. .the ir lives a re  be ing  pos itive ly  en riched w ith  hav ing Todd  a round
b u t th e  p a re n ts  fe lt th a t o n ly  th e y  c o u ld  a p p re c ia te  a ll th e  p o s it iv e  a s p e c ts  o f 
th e ir  c h ild re n  a n d  th a t th e s e  w o u ld  n o t a lw a y s  b e  re c o g n is e d  b y  o th e rs  o u t o f
th e  h o m e :
‘They w on ’t see  h im  as the s ta r tha t he  is ’.
T h e  p a re n ts  p e rc e iv e d  th e ir  c h ild re n  a s  h a v in g  a  p o s it iv e  im p a c t o n  th e m  a n d  
a ls o  p e o p le  o u ts id e  o f  th e  h o m e . A lth o u g h  th e y  fe lt th a t n o -o n e  e ls e  c o u ld  s e e  
th e  a b il i t ie s  a n d  v a lu e  o f  th e ir  c h ild re n  a s  m u c h  a s  th e y , a s  p a re n ts , c o u ld , th e y , 
p e rc e iv e d  o th e r p e o p le  a s  a ls o  g a in in g  fro m  c om in g  in to  c o n ta c t w ith  th e ir  
c h ild re n . T h e  p a re n ts  v a lu e d  th e ir  re la t io n s h ip s  w ith  th e ir  c h ild re n , fo c u s in g  o n  
w h a t th e y  g o t o u t o f th e s e  re la t io n s h ip s  ra th e r  th a n  o n  w h a t m ig h t b e  m is s in g . 
E n g a g em e n t s o m e t im e s  h a d  to  b e  w o rk e d  a t, d ra w in g  c h ild re n  a w a y  fro m  
‘o v e r ly  fo c u s e d ’ a t te n t io n  o n  o b je c ts , fo r  e x a m p le , b u t th e  p a re n ts  s u c c e s s fu lly  
e v o lv e d  s tra te g ie s  fo r  n e g o t ia t in g  s u c h  c h a lle n g e s .
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The nature of parenting
B e in g  a  p a re n t w a s  c o n s id e re d  a n  im p o r ta n t ro le  b u t it w a s  u n c le a r to  th e s e  
p a re n ts  if  th is  w a s  e v e n  m o re  s o  w h e n  c h ild re n  h a d  im p a irm e n ts :
‘...I don ’t know ... if  it w ou ld  have been any d iffe ren t in  any k ind  o f w ay  ( i f  h e  d id  
n o t h a v e  a u t is m ) . . / .
T h e  c h ild re n ’s  p ro b le m s  b e c am e  th o s e  o f  th e  p a re n ts :
‘If  one o f us  has  go t a  p rob lem  then eve rybody ’s  go t a  p rob lem ...’.
T h e  c h ild re n ’s  im p a irm e n ts  w e re  v ie w e d  a s  c re a t in g  s o m e  b a r r ie rs  to  c lo s e n e s s  
a n d  c re a t in g  p ro b le m s  s u c h  a s  la c k  o f  s le e p  fo r  th e  fa m ily :
‘E ven when I w as w ith  h im  he was on h is  own .’', ‘I don ’t know  how  to exp la in  to  
h im .’; ‘If he ’s  no t s leep ing , none  o f us  a re  go ing  to  s leep ’.
W o rk  c o u ld  a ls o  b e  a  b a r r ie r  to  th e  p a re n t-c h ild  re la t io n s h ip :
1  don ’t like  be ing  away  and  m iss ing ou t e ithe r"
b u t it  c o u ld  b e  a  re lie f , to o , f ro m  th e  in te n s ity  o f  th e  re la t io n s h ip :
7  . . . actua lly  I ’m  th ink ing 11 don ’t w an t to  s it a t hom e and  jus t th ink abou t ( th e  
c h ild re n ) . (M y  f r ie n d s  s a y ) “go  fo r a  pa rt-tim e  job , so  you  w on ’t th ink  m uch about 
( s o n ) ,  ” tha t type o f th ing ’.
T h e  a c t o f c h ild re n  a p p e a r in g  to  fa v o u r o n e  p a re n t fo r  p a r t ic u la r a c t iv it ie s  w a s  
s o m e t im e s  e x p e r ie n c e d  a s  p ro b le m a t ic :
“ {c h ild  s a y s )  No  (w a n t)  mumm y”, and  tha t is  becom ing  a  p rob lem  now ...’.
8 8
T h e p a r t ic ip a n ts in  th is  s tu d y  s a w  p a re n t in g  a s a n im p o r ta n t ro le . T h e y  
p e rc e iv e d  th e m s e lv e s  a s  p ro te c to rs  o f th e ir  c h ild re n ; if th e y  fe lt th e ir  c h ild re n  
w e re  u n d e r  a t ta c k , th e n  th e  p a re n ts  a ls o  e n g a g e d  w ith  th e  f ig h t. T h e  n a tu re  o f  
th e  im p a irm e n t o f a u t is m  d id  s e e m  lik e  a  b a rr ie r  to  in t im a c y  a t t im e s  a n d  th e  
p a re n ts  s o m e t im e s  fe lt u n c e r ta in  a s  to  h o w  to  e n g a g e  w ith  th e ir c h ild re n  
b e c a u s e  o f  th e  e f fe c ts  o f  th e s e  im p a irm e n ts . H o w e v e r , th e s e  w e re  a c c e p te d  a s  
n a tu ra l c h a lle n g e s w ith in  th e p a re n t-c h ild  re la t io n s h ip s a n d s o lu t io n s to  
p ro b le m s  w e re  n e g o t ia te d  w ith in  th e  fa m ily . T h e  n a tu re  o f th e  re la tio n s h ip  
b e tw e e n  th e  p a re n ts  a n d  th e ir  c h ild re n  w a s , a t t im e s , h ig h ly  in te n s e . F o r s o m e  
o f  th e  p a re n ts  w o rk  w a s  a  w e lc o m e  d is t ra c t io n  f ro m  th is , w h ile  fo r  o th e rs  it  w a s  
p e rc e iv e d  a s  a n  a n n o y in g  in te r ru p t io n  to  fa m ily  l i fe .
The highs and lows of parenting
A  s p e c tru m  o f  s t ro n g  e m o t io n s  w a s  e x p e r ie n c e d , b y  th e s e  p a re n ts , to w a rd s  th e  
p a re n tin g  e x p e r ie n c e . T h e c h ild re n ’s b e h a v io u r c o u ld  e n g e n d e r ‘n e g a t iv e  
e m o t io n a l fe e lin g s ’ , s u c h  a s  s tre s s  in  th e  p a re n ts :
‘...norm ally  w e w ou ld  a ll be  s tressed ...’
o r  ‘p o s it iv e ’ fe e lin g s :
'H e was b rillian t’; '...it w as  jus t so  re laxed and we d id  no t have to w orry  abou t 
h im  and  m isbehav ing ...’; ‘H e ’s  jus t go rgeous’.
T im e s  w h e n  th e  p a re n ts  w e re  v e ry  c o n c e rn e d  o v e r th e ir  c h ild re n ’s  b e h a v io u r 
w e re  d e s c r ib e d a s ‘he ll’. T h e em o t io n a l im p a c t o f th e d ia g n o s is w a s  
d e v a s ta t in g :
‘S he  (w ife ) was devasta ted ...! w as devasta ted  ins ide ’.
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I t w a s  a s  th o u g h  th e  d ia g n o s is  n u ll if ie d  th e  c u r re n tly  e s ta b lis h e d  re la t io n s h ip  
b e tw e e n  p a re n t a n d  c h ild :
7  fe lt som eone had  taken  m y son  away..
T h is  w a s  p e rc e iv e d , h o w e v e r , a s  b e in g  a  te m p o ra ry  e x p e r ie n c e  a s  th e  o r ig in a l 
re la t io n s h ip  w a s  la te r  re a s s e r te d :
‘...I’m  jus t g lad I’ve go t h im  back ...I’m  pe rfec tly  happy...W e  are on top o f 
Ben ’s  p rob lem s ’.
A n y  re d u c t io n  in  th e  a m o u n t o f w o r ry  c o r re s p o n d e d  w ith  a n  in c re a s in g  le v e l o f  
h a p p in e s s  b e in g  fe lt  b y  th e  p a re n ts :
‘...w e ’re  jus t happy...w e ’ve  no t go t any  w orries ’.
Id e n tify in g  s ig n s  o f n e w  s k il ls  in  th e ir  c h ild re n  a ls o  e n a b le d  th e  p a re n ts  to  fe e l
m o re  re la x e d :
7  th ink  th is  w as the tim e we fe lt fine ’.
W ith in  c o u p le s , p a re n ts ’ re a c t io n s  to  th e  d ia g n o s is  v a r ie d :
‘A nn  is  a lw ays  pos itive .. .bu t I ’m  look ing  a t a  c ritica l po in t o f v iew  a ll the tim e ’. 
W h e n  p ro fe s s io n a ls  c o n tra d ic te d  th e  d ia g n o s is  o f a u t ism , o r if  th e y  n o  lo n g e r  
re fe r re d  to  th e  te rm , p a re n ts  e x p e r ie n c e d  h a p p in e s s :
‘. . .she ’s  (w ife )  extrem ely  happy.
T h e s e  in c id e n c e s  w e re  d e s c r ib e d  a s  ‘good new s ’ a n d  ‘rea lly  exc iting ’ a n d  p u t 
p a re n ts , ‘on  top o f the w orlc f.
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Im p ro v e m e n ts  in  th e ir  c h ild re n ’s  s k il l le v e ls  w e re  a ls o  s e e n  a s  c o r re s p o n d in g  
w ith  a n  in c re a s e  in  p o s it iv e  e m o t io n a l fe e lin g s  w ith in  th e  p a re n ts :
*.. .it ’s  ce rta in ly  becom e a  lo t eas ie r.. .he seem s to  have m ade a  b ig  leap ’.
Im p ro v e m e n t in  c o m m u n ic a t io n  s k il ls  w a s  s e e n  a s  a  re a l h e lp  h e re :
'N owadays  w e can ta lk  to  h im ...so  it ’s  ge tting  eas ie r".
A s  th e ir  c h ild re n ’s  c o m m u n ic a t io n  s k il ls  im p ro v e d , s o  th e  p a re n ts  e x p e r ie n c e d  
m o re  e n jo ym e n t in  th e ir  re la t io n s h ip  w ith  th e m :
..the re  is  a  lo t m ore  to  en joy  abou t h im .
P a re n tin g  a  d is a b le d  c h ild  le d , in  o n e  fa m ily , to  a  re d u c tio n  in  f in a n c e s :
..th is  is  ac tua lly  now  hav ing  a  d irec t e ffec t on ou r finances...’
a n d  th e  p a re n ts  th e n  fe lt fo rc e d  in to  p o r tra y in g  th e ir  c h ild  in  th e  m o s t n e g a t iv e  
l ig h t in  o rd e r  to  c la im  th e ir  ‘e n t it le m e n t’ to  f in a n c ia l s u p p o r t . T h is  w a s  p e rc e iv e d  
a s  a  b e tra y a l, l ik e : ‘...se lling  h im  down the  rive r*.
A lth o u g h  b e in g  a  p a re n t w a s  s e e n  to  h a v e  m a n y  p o s it iv e  a s p e c ts  to  it  th e re  w a s  
a ls o  a  d o w n s id e , a r is in g  f ro m  lo s s  o f  f re e d o m , p e rs o n a l t im e  a n d  s p o n ta n e ity :
‘In los ing you r freedom ... (Y o u  c a n ’t ) dec ide , “O h , I’m  go ing to spend the  
a fte rnoon in the pub now  because it ’s  a sunny  a fte rnoon . ‘Re lax ing , w a tch ing  
a film , read ing  a  book. It’s  a ll bye  bye . ’; ‘E ve ry th ing tha t w as once  p leasu rab le is  
no  longe r a  va ilab le  ’.
B e in g  re s p o n s ib le  fo r  a n o th e r  p e rs o n  w a s  s o m e tim e s  ‘ha rd  w ork '.
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‘Y ou have to  be  sens ib le  and  respons ib le a t tim es, as w e ll, w h ich  is  a  b it o f ha rd
work ’.
P a re n tin g  c h ild re n  w ith  im p a irm e n ts  w a s  e x p e r ie n c e d  a s  v e ry  is o la t in g  a n d  th e  
e n o rm ity  o f th e  e x p e r ie n c e  w a s  d if f ic u lt , a t t im e s , fo r th e  p a re n ts  to  p u t in to
w o rd s :
‘I ’m  sho rt o f a  m e taphor*.
E m o tio n a lly  ta k in g  o n  y o u r  c h ild ’s  o w n  s u f fe r in g  w a s  d e s c r ib e d  a s , ‘the b iggest 
em otiona l th ing 1.
A lth o u g h  s u c h  fe e lin g s  w e re  g e n e ra lly  m a n a g e d , th is  c o u ld  b e  h a rd e r to  d o  a t  
n ig h t :
‘S om etim es I do  ( re v is it  th e  e x p e r ie n c e  o f  th e  d ia g n o s is )  a t n igh t...1.
T h e  p a re n t in g  e x p e r ie n c e  g a v e  r is e  to  a  ra n g e  o f e x tre m e  e m o tio n s  f ro m  g re a t  
jo y  to d e s p a ir . T h e ir c h ild re n ’s b e h a v io u r a n d th e a d ju s tm e n t to n e w  
re s p o n s ib il i t ie s , o n  b e c o m in g  p a re n ts , s o m e tim e s  le d  to  fe e lin g s  o f s tre s s  o r  
re s tr ic t io n . H o w e v e r , it w a s la rg e ly e n g a g em e n t w ith p ro fe s s io n a ls th a t 
e n g e n d e re d  fe e lin g s  s u c h  a s  h o p e le s s n e s s a n d  d e s p a ir . P le a s u re  in  th e ir  
re la t io n s h ip s  w ith  th e ir  c h ild re n  w a s  p e rc e iv e d , b y  th e  p a re n ts , a s  e n a b lin g  th e m  
to  o v e rc om e  th e  m o re  n e g a t iv e  e m o tio n s  a lth o u g h  th e y  c o u ld  b e  re v is ite d  b y  
th e s e  w h e n  th e ir d e fe n c e s  w e re  lo w . H a v in g  a  d is a b le d  c h ild  w a s  s e e n  a s  
h a v in g  p ra c t ic a l, a s  w e ll a s  e m o t io n a l, im p a c ts  u p o n  th e  fa m ily . A  re d u c t io n  in  
f in a n c e s  w a s  o n e  e x a m p le , a n d  th e  p ro c e s s  o f s e e k in g  m o n e ta ry  s u p p o r t f ro m  
th e  s ta te  w a s  e x p e r ie n c e d  a s  b r in g in g  o n  fe e lin g s  o f s h a m e  th ro u g h  p a re n ts
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b e in g  c o m p e lle d  to  e m p h a s is e  th e  n e g a t iv e  im p a c ts  o f im p a irm e n t, ra th e r  th a n
th e ir  c h ild re n ’s  s k il ls  a n d  a b il i t ie s .
The impact of others
E v id e n c e  th a t th e ir  c h ild re n  w e re  a c q u ir in g  s k il ls  in d e p e n d e n t ly  f ro m  s p e c if ic  
te a c h in g  f ro m  th e  p a re n ts  p ro m o te d  fe e lin g s  o f  re lie f :
*.. .tha t w as the tim e we fe lt fine ...’.
T h e  d ia g n o s t ic  p ro c e s s  its e lf  w a s  e x p e r ie n c e d  a s  h a v in g  a  n e g a t iv e  e m o t io n a l 
e f fe c t  o n  th e  p a re n ts :
‘...w e  p robab ly fee l tom orrow  is  go ing  to  b ring us down aga in ...’ .
T h e  im p a c t o n  th e  p a re n ts  o f a s s e s sm e n ts  o f  th e ir  c h ild re n ’s  s k il ls  a n d  a b il i t ie s  
b y  p ro fe s s io n a ls  in v o lv e d  w ith  th e  d ia g n o s is  w a s  id e n tif ie d  a s  ‘dem ora lis ing ’. 
T h e  p e r io d  o f  d ia g n o s is  w a s  d e s c r ib e d  a s  ‘ha rd  tim es ’. T ry in g  to  w o rk  o u t w h a t 
w a s  b e s t fo r  th e ir  c h ild re n  s o m e t im e s  c a u s e d  w o r ry  a n d  c o n c e rn :
7  don ’t know  if  I ’ve  done the  righ t th ing  (b r in g in g  in  th e  p ro fe s s io n a ls ) ’ .
E x p e r ie n c e s  th a t h a p p e n e d  fo r th e ir c h ild re n , o u ts id e  o f th e  h om e , h a d  a n  
e m o t io n a l im p a c t o n  th e  p a re n ts :
‘...if they (s c h o o l) d id tha t (a n n o u n c e  a t a s s e m b ly  th a t a  c h ild  h a d  a u t is m ) I 
would  be ho rrified  ’.
W h e n  th e  c h ild re n  w e re  w ith  p e o p le  o u ts id e  th e  h o m e  th is  c o u ld  a ls o  b e  a  
s o u rc e  o f a n x ie ty  a s  th e  p a re n ts  w e re  c o n c e rn e d  a b o u t w h a t th e ir c h ild re n  
m ig h t d o  a n d  h o w  th is  m ig h t b e  p e rc e iv e d  b y  o th e rs :
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( I th in k )  My G od , w ha t is  he  do ing? ’.
G e n e ra l in fo rm a t io n  a b o u t a u t is m  w a s  s o m e tim e s  u p s e t t in g  if it w a s  s e e n  a s  
f it t in g  w ith  th e ir c h ild re n ’s  p a t te rn s  o f d e v e lo p m e n t, th e re b y  s u p p o r t in g  th e  
d ia g n o s is :
’...in  case it upse t m e ' (a v o id in g  w a tc h in g  a  v id e o  a b o u t p e o p le  w ith  a u tis m )
b u t re a s s u r in g  if  i t  d id  n o t :
’...it d idn ’t because . ..I cou ldn ’t see any th ing  o f S am  in  them .
M o d ify in g  th e ir p a re n tin g  s ty le  b e c a u s e  th e  p a re n ts  fe lt th a t th is  w a s  w h a t 
p ro fe s s io n a ls  e x p e c te d  o f  th em , le d , a t  t im e s , to  fe e lin g s  o f  g u ilt :
’I th ink I’ve  p robab ly  pushed  h im  too  ha rd  now .
E m o t io n a l h ig h s  c o u ld  b e  te n u o u s ; p o s it iv e  fe e lin g s  w e re  s o m e t im e s  d e fla te d  b y  
v ie w p o in ts  f ro m  fa m ily , f r ie n d s  a n d  p ro fe s s io n a ls  th a t c o n f l ic te d  w ith  th o s e  o f 
th e  p a re n ts . P ro fe s s io n a l in v o lv e m e n t w a s  g e n e ra lly  d is c e rn e d  o f a s  h a v in g  a  
n e g a t iv e  e f fe c t o n  p a re n tin g  s k il ls , e n c o u ra g in g  p a re n ts  to  g o  a g a in s t th e ir  
n a tu ra l in s t in c ts , w h ic h  w a s  la te r  e x p e r ie n c e d  a s  re g re t:
‘...pa rt o f m e fee ls tha t w e d idn ’t have to  have tha t  (a  s t r ic te r  re g im e ) . . . ’ .
T h e  p a re n ts  s u f fe re d  u n c e r ta in ty  a n d  d o u b t o v e r th e ir d e c is io n s  to  in v o lv e  
p ro fe s s io n a ls , u n s u re  w h e th e r  th is  w a s  in  th e  c h ild re n ’s  b e s t in te re s ts  o r  n o t :
‘...am i bene fiting  h im  o r c rea ting  a  p rob lem  fo r h im ? '.
T h e  p a re n ts  fe lt o b lig a te d  to  g iv e  p r io r ity  to  th e ir  c h ild re n ’s  n e e d s  o v e r th e ir
o w n :
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‘ . j's  tha t m e be ing  se lfish  and  th ink ing  o f m y  benefit ra the r than Sam ’s? ’
a n d  b e lie v e d  in  th e  c o n c e p t o f  a  c o r re c t  c o u rs e  o f  a c t io n :
'...the  righ t th ing ’.
T h e  e x p e r ie n c e  o f b e in g  to ld  b y  a  p ro fe s s io n a l th a t y o u r c h ild  h a s  a u t is m  w a s  
d e s c r ib e d  a s  ‘hea rtb reak ing ’. It w a s  a s  th o u g h  th e  c h ild  h a d  b e e n  p h y s ic a lly  
ta k e n  f ro m  th e  p a re n ts  b y  th e  p ro fe s s io n a ls :
'I fe lt she  (p ro fe s s io n a l)  had  s to len h im ’.
A s  th e  te rm  a u t is m  c e a s e d  to  b e  re fe r re d  to , th is  fe lt , to  th e  p a re n ts , a s  th o u g h  
th e ir c h ild re n  h a d  f in a lly  b e e n  re tu rn e d  to  th em . C o n fl ic t w ith  p ro fe s s io n a ls  
g e n e ra te d  fe e lin g s  o f  g u ilt in  th e  p a re n ts  b u t th e s e  w e re  b a la n c e d  b y  fe e lin g s  o f  
n o t c a r in g  w h a t o th e rs  th o u g h t o f  th e m :
7  a lw ays fe lt a  b it gu ilty  about it a t tim es. ‘...bu t w e don ’t rea lly  ca re ...’.
A fte r  th e  n e g a t iv e  fe e lin g s  a s s o c ia te d  w ith  th e  d ia g n o s is  a n d  th e  b a tt le  a g a in s t 
th is , re c e iv in g  a s s e s sm e n ts , f ro m  p ro fe s s io n a ls , w h ic h  a p p e a re d  to  b e  m o re  in  
k e e p in g  w ith  th e  p a re n ts ’ e v a lu a t io n  o f th e  s itu a t io n  g a v e  r is e  to  o d d  a n d  
u n s e t t l in g  e m o t io n s :
‘To be  honest I thought it w as qu ite  a  s trange fee ling , d idn ’t you? ’.
I t w a s  a ls o  u n s e t t l in g  w h e n  th e  p a re n ts ’ p e rc e p t io n s  o f th e ir c h ild re n ’s  s k il l 
le v e ls  w e re  c h a lle n g e d  b y  o b s e rv in g  th e ir  c h ild re n  e n g a g in g , m o re  s u c c e s s fu lly  
th a n  a n tic ip a te d ,  w ith  o th e rs :
‘It w as a  b it o f a  shock  tha t...’.
9 5
In v o lv e m e n t w ith  p ro fe s s io n a ls  fe lt  l ik e  a  b a t t le  a n d  w a s  p h y s ic a lly  w e a r in g :
‘. . .it ’s  the constant ba ttle  w ith  the sys tem ... That does w ear you  down ’.
I t w a s  th e  c o m b in a t io n  o f  p ro b le m s  a r is in g  f ro m  th e ir  c h ild re n ’s  im p a irm e n t a n d  
th e  b a t t le  w ith  th e  s y s tem  th a t d ra in e d  p a re n ts  o f  e n e rg y :
‘W hen you ’re a lready su ffe ring  from  you r s leep dep riva tion ...you haven ’t go t a  
lo t o f energy  le ft’.
R e la t io n s h ip s  w ith  p ro fe s s io n a ls  w e re  v ie w e d  a s  m o re  s tre s s fu l th a n  th e  a c t o f  
p a re n tin g :
*.. .tha t’s  m ore  o f a  s tress in  m anag ing  than  pa ren ting .
T h e  c h ild re n ’s  s c h o o ls  w e re  a ls o  v ie w e d  a s  s o u rc e s  o f s tre s s  fo r  th e  p a re n ts . 
T h e s e  s tre s s e s  p re v e n te d  th e  p a re n ts , a t  t im e s , f ro m  e n jo y in g  th e ir  c h ild re n :
‘I fee l tha t I shou ld be focus ing on  (a ll th e  p o s it iv e  a s p e c ts  o f m y  c h ild ) more  
(b u t I ’m  n o t) . . . because  I ’m  jus t be ing  hau led  in to  a ll th is ’.
F e e lin g s  s u c h  a s  s tre s s  a n d  d e s p a ir  w e re  s e e n , b y  th e  p a re n ts , a s  o r ig in a t in g  
f ro m  e n g a g em e n t w ith  p ro fe s s io n a ls  ra th e r  th a n  fro m  h a v in g  a  d is a b le d  c h ild . 
T h e  d ia g n o s t ic  p ro c e s s  w a s  d e s c r ib e d  b y  a ll th e  p a re n ts  a s  h a v in g  d e v a s ta t in g  
e m o t io n a l e f fe c ts . T e n s io n s  b e tw e e n  p a re n ts  a n d  p ro fe s s io n a ls  a n d  n e e d in g  to  
b a t t le  o n  b e h a lf  o f  th e ir  c h ild re n  w e re  e x p e r ie n c e d  a s  d e n y in g  p a re n ts  th e  a b ili ty  
to  e n jo y  th e ir  c h ild re n . T h e s e  a ls o  c a u s e d  th e  p a re n ts  to  fe e l g u ilt  a t  c h a lle n g in g  
o th e rs , ra th e r  th a n  ju s t c o m p ly in g  w ith  th o s e  w h o  w e re  ‘h e lp in g ’ . P ro fe s s io n a ls  
s u g g e s te d in te rv e n t io n is t s tra te g ie s  th a t w e n t a g a in s t p a re n ts ’ id e a ls a n d  
v a lu e s . A s  th e s e  c a r r ie d  th e  w e ig h t o f ‘e x p e r t is e ’ , p a re n ts  e n g a g e d  w ith  th e s e
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b e lie v in g  th e y w o u ld  h e lp  th e ir c h ild re n to b e c om e ‘m o re n o rm a l’ ; th e y  
p e rc e iv e d  it a s  n e c e s s a ry  to  p u t th e  in te re s ts  o f  th e ir  c h ild re n  b e fo re  th e ir  o w n . 
T h e  p a re n ts  a ls o  b e c am e  u n s u re  o f w h a t to  fe e l a b o u t th e ir  c h ild re n  w ith o u t  
p ro fe s s io n a l d ire c t io n ; h o w  p ro fe s s io n a ls  p e rc e iv e d  c h ild re n  a s  d o in g  d ic ta te d  
th e  fe e lin g s  o f  th e  p a re n ts .
Managing relationships
C o p in g  s tra te g ie s  fo r  m a n a g in g  th e  e m o t io n a l im p a c t o f  th e  d ia g n o s tic  p ro c e s s  
w e re  v a r io u s . F o r M a r ie , a  n ig h t o u t o n c e  a  w e e k  w ith  f r ie n d s  w a s  a  p re c io u s  
t im e  th a t n e e d e d  to  b e  p ro te c te d , w h ile  J o h n  w a s  ta k in g  m e d ic a t io n  to  h e lp  w ith  
d e p re s s io n . F o r R a c h e l a n d  B o b , o p e n in g  a  b o t t le  o f  w in e  in  th e  e v e n in g  m a d e  
e v e ry th in g  s e e m  m u c h  b e tte r :
‘(A lc o h o l)  it ’s  a  com fo rt th ing '.
A v o id in g in v o lv e m e n t w ith a ll p ro fe s s io n a ls , to p re v e n t fu r th e r n e g a t iv e  
e x p e r ie n c e s , w a s  c o n s id e re d  b u t re je c te d  b e c a u s e  to  p u t th e  in te re s ts  o f th e  
p a re n t a b o v e  th e  c h ild  w a s  p e rc e iv e d  a s  'se lfish '.
H o w e v e r , th e  p a re n ts  d id  a v o id  c o n ta c t w ith  th o s e  p ro fe s s io n a ls  w h o s e  w o rd s  
o r  a c t io n s  u p s e t  th e m :
‘...s ince then  (w h e n  p ro fe s s io n a l h a d  m a d e  n e g a t iv e  re m a rk s  a b o u t th e  c h ild ’s  
s k il ls ) .. . /  w a s  no t go ing  to  ask  them  (h o w  m y  c h ild  h a s  b e e n ) ’ .
T h e  lo v e  b e tw e e n  p a re n t a n d  c h ild  w a s  s e e n  a s  a  s o u rc e  o f  e m o t io n a l s t re n g th :
‘I a lso  d raw  m y support from  you r love fo r Todd  as w e ll as  m y own '.
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T o  th e  p a re n ts , th e  c h ild re n ’s  h a p p in e s s  a n d  w e ll-b e in g  m a tte re d  m o re  th a n
a c a d e m ic  a c h ie v em e n t:
‘...if you r ch ild ’s  unhappy it ’s  m uch m ore w orry ing than if they  can be in the top
c lass ...’.
Seeing things from the child’s perspective
T h e  p a re n ts  in te rp re te d  th e ir c h ild re n ’s  b e h a v io u r w ith in  th e  s h a re d  c o n te x t ;  
th e y  p e rc e iv e d  th e m s e lv e s  a s  a b le  to  u n d e rs ta n d  w h a t m ig h t b e  m o tiv a t in g  th e ir  
c h ild re n  to  a c t in  a  p a r t ic u la r  w a y :
‘...he wasn ’t be ing  naugh ty ...he  jus t d idn ’t like ...’; ‘g igg ling ...it’s  ano ther w ay o f 
re leas ing  anx ie ty ; ‘H e  had a  k ind  o f frus tra tion ’.
T h e y  s a w  th e ir  c h ild re n ’s  p e rs p e c t iv e s  a s  d is t in c t  f ro m  th e ir  o w n  a n d  fo rm e d  b y
d if fe re n t in f lu e n c e s :
7  probab ly wou ldn ’t have sa id it tha t w ay m yse lf bu t I ’m  no t th ree and s till 
lea rn ing  languages...’; ‘The las t th ing  you wan t w hen you ’re  au tis tic .’; ‘Then the  
on ly th ing he can do is to th row  h is a rm s abou t because he can ’t a rgue w ith  
you ’.
B e h a v io u r w a s  in te rp re te d  b y  th e  p a re n ts  a s  th o u g h  th e ir  c h ild re n  w e re  a c tu a lly  
e x p re s s in g  th e ir  th o u g h ts :
‘W e know  how  he works , don ’t w e ’; ‘S am ’s so rry  fo r eve ry th ing , a ren ’t you?  Jus t 
in  case som e o f it w as you r fau lt; '(B y  d o in g  th a t h e  is  s a y in g ) Com e on . I don ’t 
wan t...’; ‘H e w as beam ing  w ith  joy  (a s  th o u g h ) , “say ing , they ’re  the sam e ’” .
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S om e  b e h a v io u r s u rp r is e d  p a re n ts , s u c h  a s  w h e n  s k il ls , p re v io u s ly  u n s e e n  b y  
th e  p a re n ts , w e re  d e m o n s tra te d  b y  th e ir  c h ild re n :
‘A nd  he  jus t d id  it and  I though t, w e ll how  is  he go ing  to  know  wha t the th ing is  
wh ich looks like  it ’s  floa ting  in  the sky . ..It w as a  b it o f a  shock.  . . ’ (o n  a  t r ip  to  th e  
o p t ic ia n , S am  w a s  a s k e d  a  q u e s t io n  th a t h is  p a re n ts  d id  n o t th in k  h e  c o u ld  
re s p o n d  to ) .
T h e  in te rp re ta t io n  o f th e ir  c h ild re n ’s  le v e ls  o f s k il ls  a s  a lw a y s  a n  in d ic a to r o f 
a u t is m  w a s  p e rc e iv e d  a s  u n fa ir  b y  th e  p a re n ts :
‘.../ don ’t rea lly  th ink tha t’s fa ir, it ’s  like every th ing tha t Sam  does you have to  
th ink , is  it because he ’s  no t good a t som eth ing o r is  it because he ’s  go t som e
au tism  cha rac te ris tics ...’.
P ro fe s s io n a ls  w e re  v ie w e d  a s  a t t r ib u t in g  le a rn in g  c h a ra c te r is t ic s  to  c h ild re n  ju s t  
b e c a u s e  th e s e  w e re  e x p e c te d  f ro m  ‘a u tis t ic  c h ild re n ’ :
‘...w e ’ve  neve r seen the ev idence ...tha t Todd ’s  shown to  support th is ’.
T h e  p a re n ts  p e rc e iv e d  th a t a  c a s e  s h o u ld  h a v e  b e e n  e s ta b lis h e d  b e fo re  
‘d if fe re n t’ s t ra te g ie s  w e re  a d o p te d :
‘P rove tha t th is w ill be  use fu l to  h im  be fo re  you  pu t it in ’.
T h e y  a c te d  a s  in te rp re te rs  fo r  th e ir  c h ild re n  in  n e g o t ia t io n s  w ith  o th e rs :
‘ . . .  w e  were  bo th  about to  bu tt in  and  say  he w on ’t unde rs tand  tha t...’
a n d  d e c is io n s  w e re  m a d e  b y  th e  p a re n ts  a f te r  c o n s id e r in g  th e  v ie w p o in t o f  th e ir
c h ild re n :
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‘...w ou ldn ’t be  fa ir to  send Todd to  schoo l w ithou t any  support’.
A lth o u g h  w h a t th e ir  c h ild re n  w e re  fe e lin g  a n d  th in k in g  w a s  n o t a lw a y s  c le a r  to  
p a re n ts :
'...he  is  fee ling . I don ’t know .don ’t know  wha t he w as th ink ing ’
th e y  fe lt  th a t th e y  c o u ld  ‘re a d ’ th e ir  c h ild re n ’s  e m o t io n a l re s p o n s e s :
W e  don ’t know  w ha t he  is  th ink ing , bu t he  en joyed  if.
T h e  c h ild re n ’s  p e e rs  w e re  a ls o  n o te d  a s  b e in g  a b le  to  p ro v id e  in s ig h t in to  th e
b e h a v io u r  o f  th e  c h ild re n  w ith  a u t is m :
'. . .  (a  p e e r  re m a rk e d )  it ’s  them  g irls ...he  w an ts to  ge t aw ay from  them ’.
T h e  p a re n ts  a d a p te d  th e ir  re s p o n s e s  b a s e d  o n  th e ir  k n o w le d g e  o f  th e ir  c h ild :
‘If I say , “C an you  jus t p ick  up tha t th ing ”, he  does p ick  it up ’.
P e o p le  tre a t in g  th e ir c h ild re n  a s  ‘im p a ire d ’ w e re  s e e n  b y  p a re n ts  a s  a f fe c t in g
th e  le v e l o f  th e ir  c h ild re n ’s  s e lf  e s te e m :
'.. .tha t is  go ing  to  im pact on  h is  own sense o f se lf-deve lopm en f.
T h e  c h ild re n  w e re  p e rc e iv e d  b y  p a re n ts  a s  a w a re  o f  th e ir  ro le  w ith in  a  g ro u p :
‘...he ’s ... ve ry  consc ious o f it... ’
a lth o u g h  n o t n e c e s s a r i ly  w h e n  th e  c h ild re n  w e re  y o u n g e r :
‘...he  doesn ’t have tha t aw areness ’.
T h e  p a re n ts  p e rc e iv e d  p ro fe s s io n a ls  a s  u n w il l in g  to  lis te n  to  th e ir  e x p la n a t io n s  
fo r th e ir c h ild re n ’s  b e h a v io u r . T h e y  fe lt th a t th e y  w e re  d ism is s e d  o n  th e s e
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o c c a s io n s  fo r  ‘be ing in  den ia f o r  a s  a n  ‘em o tiona l m o the r*. T h is  ‘h a m p e r in g ’ o f  
th e ir  a d v o c a c y  p o w e rs  w a s  e x p e r ie n c e d  a s  d is e m p o w e r in g . T h e  p a re n ts  fe lt  
s i le n c e d  fro m  s p e a k in g  u p  fo r th e ir c h ild re n  b y  a  fe a r o f u p s e t t in g  c a re fu lly  
n e g o t ia te d  c o m p ro m is e s  w ith  s ta ff  in  s c h o o ls :
. .it ’s  rea lly  d ifficu lt fo r m e to  say  som eth ing  about it.
P a re n t-s c h o o l c o m m u n ic a tio n  a id s , s u c h  a s  h o m e -s c h o o l d ia r ie s , w e re  s e e n  a s  
e n c o u ra g in g  c lo s e  a tte n t io n  to  th e ir c h ild re n ’s  d e v e lo p m e n t a n d  p rom o tin g  
re fle c t io n  o n  th e ir c h ild re n ’s  a b il i t ie s . T h e re  w a s u n c e r ta in ty  th o u g h  o v e r  
w h e th e r th e s e  e n c o u ra g e d  re fle c t io n  to  a  g re a te r d e g re e  th a n  w o u ld  h a v e  
h a p p e n e d  a n y w a y :
. .you do fee l the  need  to  th ink th rough w ha t he ’s  done anyway*.
P a re n ts  to o k  o n  e m o tio n a l e x p e r ie n c e s  fo r  th e ir  c h ild re n :
‘ Y ou ’ve  go t a ll tha t g riev ing  to  do  fo r h im ’
a n d  th e  p a re n ts  s a w  a n e e d  to  p ro te c t th e m s e lv e s fro m  c e r ta in  p a in fu l
m em o r ie s :
‘...pu t tha t aw ay in  the ...don ’t go  there  box’.
T h e ir  c h ild re n  w e re  p e rc e iv e d  a s  e x p e r ie n c in g  d if f ic u lt ie s  th a t o th e r  c h ild re n  d o
n o t :
‘...the  d ifficu lties tha t he ’s  go ing  th rough , tha t o the r ch ild ren a ren ’t. .
b u t  th e  p a re n ts  a ls o  id e n t if ie d  a n d  v a lu e d  th e ir  c h ild re n ’s  p o s it iv e  c h a ra c te r is t ic s  
th a t s u p p o r te d  th e m  th ro u g h  th e s e  c h a lle n g e s :
‘H e ’s  go t so  m uch cou rage.
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T h e  d ia g n o s t ic  a s s e s sm e n t p ro c e s s  w a s  v ie w e d  a s  le a v in g  b o th  c h ild re n  a n d
p a re n ts  ‘e x h a u s te d ’ :
. . it ’s  ve ry  exhausting  fo r B en as w e ll as  bo th  o f us ’.
D e v e lo p m e n t o f c o m m u n ic a t io n  s k il ls  w a s  s e e n  a s  h ig h ly  s ig n if ic a n t to  th e  
c h ild re n ’s  le v e l o f  h a p p in e s s  a n d  w e ll-b e in g :
l...11 /2  yea rs (ago) he w an ted  to  say  som eth ing  bu t w e d idn ’t unde rs tand .
T h e  c h ild re n  w e re  p e rc e iv e d  a s  h a v in g  l im its  a s  to  h o w  m u c h  th e y  c o u ld  a b s o rb :
. .on ly  fo r one hou r. A fte r tha t he  is  bo rec f
b u t p ro fe s s io n a ls  d id  n o t a p p e a r  a lw a y s  to  re a lis e  th a t.
T h e  p a re n ts  s a w  th em s e lv e s , th e re fo re , a s  h a v in g  a  le v e l o f u n d e rs ta n d in g  
a b o u t  th e ir  c h ild  th a t w a s  n o t a v a ila b le  to  p ro fe s s io n a ls . H o w e v e r , th e y  a ls o  fe lt  
th a t  th is  k n o w le d g e  w a s  n o t re c o g n is e d  b y  p ro fe s s io n a ls . T h e  p a re n ts  a c te d  a s  
a d v o c a te s  fo r  th e ir  c h ild re n , e v a lu a t in g  h o w  th e ir  c h ild re n  m ig h t b e  e x p e r ie n c in g  
s itu a t io n s  a n d  c o m m u n ic a t in g  th e s e  to  o th e r p a r t ie s . T h e  p a re n ts  p e rc e iv e d  
th e m s e lv e s  a s  a p p re c ia t in g  th e ir  c h ild re n  a s  in d iv id u a ls  w h e re a s  p ro fe s s io h a ls  
w e re  th o u g h t to  v ie w  th e m  o n ly  a s  e m b o d im e n ts  o f a  s y n d ro m e , a p p ly in g  
g e n e r ic  in te rv e n t io n s re c o m m e n d e d  w ith in  p ro fe s s io n a l g u id a n c e  lite ra tu re , 
ra th e r th a n  ta k in g  a c c o u n t o f th e  w a y c h ild re n  e n g a g e d w ith  th e  w o r ld .  
C o m p e lle d  to  s p e a k  u p  fo r th e ir  c h ild re n , th e  p a re n ts  fe lt p u s h e d  in to  c o n fl ic t  
w ith  p ro fe s s io n a ls  b u t th e y  fe a re d  n e g a t iv e  re p e rc u s s io n s  fo r th em  a n d  th e ir  
c h ild re n  a s  a  re s u lt o f  q u e s t io n in g  p ro fe s s io n a l d e c is io n s .
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Hopes and aspirations
Hopes fo r the ir ch ild ren
T h e  p a re n ts  w e re  a w a re  o f ‘n o rm a l’ d e v e lo p m e n ta l p a th w a y s  a n d  it w a s  
im p o r ta n t to  th e m  th a t th e ir  c h ild re n  fo llo w e d  th e s e  p a t te rn s  o f  le a rn in g :
‘ . . .  w e  jus t w an t to  m ake su re  he ’s  lea rn ing  w ha t he ’s  supposed  to  be  lea rn ing ’
T h e y  t re a te d  th e ir  c h ild re n  a s  ‘n o rm a l’ :
‘...he ’s  be ing  trea ted  as  a  no rm a l ch ild  by  ou rse lves ’
a n d  w e re  h o p e fu l th a t a n y c u r re n t p ro b le m s w ith  d e v e lo p m e n t m ig h t b e  
re s o lv e d  in  th e  fu tu re . T h e y  d id  n o t s e e  th e  c u rre n t ‘p ro b le m s ’ a s  b a rr ie rs  to  
s ig n if ic a n t  s u c c e s s  in  th e  fu tu re :
‘S he ( fa m ily  m em b e r ’s  c h ild ) had spec ia l needs...bu t she ’s top in he r c lass
now ’.
In te rv e n in g  w ith  d e v e lo p m e n t a t a n  e a r ly  a g e  w a s  s e e n  a s  e n a b lin g  th e ir
c h ild re n  to  a v o id  fu tu re  d if f ic u lt ie s :
‘. . .p reven t any th ing  tha t m igh t show  itse lf  la te r... ’.
P ro fe s s io n a l in v o lv e m e n t w a s  p e rc e iv e d  a s  fa c il i ta t in g  th is  in te rv e n t io n  a n d , 
th e re fo re , a s  s o m e th in g  w h ic h  w o u ld  b e n e f it  th e  c h ild re n :
‘. . .because  he  ’ll ge t he lp  ’
B e in g  a c c e p te d  a s  a n  in d iv id u a l ra th e r th a n  th e  ‘th e  c h ild  w ith  a u t is m ’ w a s  
im p o r ta n t b e c a u s e  it d id  n o t ru le  o u t th e  p o s s ib il i ty  o f th e ir  c h ild re n  ju s t b e in g
‘n o rm a l’ la te r :
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‘I don ’t w an t h im  re fe rred  to  as  the ch ild  w ith  au tism ... ’.
L a b e ls  w e re  a ls o  s e e n  a s  l im it in g , in  re s p e c t o f  h o w  o th e r  p e o p le  m ig h t p e rc e iv e  
th e ir c h ild re n  a n d  a s h u rd le s to  re a lis in g  p o te n tia l. It w a s  o th e r p e o p le ’s  
a t t itu d e s  a n d  p re ju d ic e s , ra th e r  th a n  im p a irm e n t, w h ic h  w e re  s e e n  a s  b a r r ie rs  to
a c h ie v e m e n t:
’A ny  labe l w ill lim it w ha t you  do  and  how  peop le  look  a t you '.
L iv in g  a n  e n jo y a b le  life  w a s  s o m e th in g  th a t p a re n ts  h o p e d  w o u ld  h a p p e n  fo r  
th e ir  c h ild re n  a n d  th e  d e v e lo p m e n t o f  c e r ta in  p e rs o n a lity  a t t r ib u te s  w e re  th o u g h t 
to  b e  n e c e s s a ry  in  o rd e r  to  e n a b le  th is , a  s e n s e  o f  h u m o u r , fo r  e x a m p le :
7  th ink  a  sense o f hum our m ust be  an aw fu l th ing to  g row  up w ithou t’.
T h e  p a re n ts  a ls o  h o p e d  th a t th e ir c h ild re n  w o u ld  g ro w  u p  to  b e  s e n s ib le ,  
re s p o n s ib le  a n d  h e lp fu l a n d  th e s e  a tt r ib u te s  w e re  a lre a d y  re c o g n is e d  a n d
v a lu e d  in  th e ir  c h ild re n :
‘C ou ldn ’t w ish fo ra  be tte r... ’; ‘H e ’s  a ve ry  sw ee t, po lite  little  boy ... ’; ‘...he ’s  ve ry  
respons ib le , he  looks a fte r  (h is  b ro th e r) , he he lps m e ou t ’.
H a p p in e s s  w a s  w is h e d  fo r  c h ild re n  m o re  th a n  a c a d e m ic  a c h ie v em e n t:
‘If  you r ch ild  is  unhappy  it ’s  m uch m ore w orry ing ...’
b u t  e d u c a t io n a l a c h ie v em e n t  w a s  s t i l l s e e n  a s  a  m e a s u re  o f  s u c c e s s :
‘S he  has done scho las tic  pe rfo rm ance w ise  fan tastic ’.
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T h e  p a re n ts ’ g o a ls , fo r  th e ir  c h ild re n , d id  n o t a lw a y s  a p p e a r to  b e  s h a re d  b y  
p ro fe s s io n a ls .  L e a rn in g  to  w r ite  w a s  s e e n  a s  a  d e s ira b le  s k il l b y  M a r ie  w h ile  th e  
n u rs e ry  s ta ff  v a lu e d  p la y  m o re  h ig h ly  fo r  c h ild re n  o f  h is  a g e :
7  jus t w an ted  h im  to  ge t w riting ...’ .
H o p in g  th e ir c h ild re n  w o u ld  h a v e h ig h s ta tu s c a re e rs  w a s n o t s e e n a s  
im p o r ta n t , b y  th e s e  p a re n ts , a n d  try in g  to  a c h ie v e  th e ir  o w n  u n fu lf i l le d  d re a m s , 
th ro u g h  th e ir  c h ild re n , w a s  re g a rd e d  a s  ‘se lfish ’’.
‘I don ’t be lieve you shou ld  d ream  th rough you r ch ild ren ’; W e  d idn ’t w an t h im  to  
be a  doc to r o r any th ing  like  th is ... ’.
T h e  p a re n ts  d id  h a v e  h o p e s  fo r  th e ir  c h ild re n , th o u g h , a n d  th e y  a n t ic ip a te d  th a t
th e ir  c h ild re n  w o u ld  a ls o  h a v e  th e ir  o w n  a m b it io n s  fo r  th em s e lv e s :
‘...w hat w e w an t to  ach ieve , w ha t he w an ts to  ach ieve ’.
S u c c e s s  w a s  p e rc e iv e d  a s  a c h ie v a b le  in  m a n y  w a y s  a n d  b e in g  a u tis t ic  w a s  n o t 
s e e n  a s  n e c e s s a r i ly  a  b a r r ie r  to  s u c c e s s :
7  know  there  a re  au tis tic  peop le  w ho are  g rea t ach ieve rs ’.
T h e  o p p o r tu n ity  to  b e  em p lo y e d -  w a s  h e ld  to  b e  im p o r ta n t a n d  th e  p a re n ts  
h o p e d  th a t th e ir  c h ild re n  w o u ld  f in d  w o rk :
‘...do  som e k ind  o f p ro fess ion ’.
T h e  c h ild re n ’s  im p a irm e n ts  w e re  p e rc e iv e d  a s  m a k in g  th e m  v u ln e ra b le  to  o th e r  
p e o p le :
‘H e can ’t speak.. .a re they  try ing  to  take advan tage ’.
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T h e re fo re , th e  p a re n ts  s a w  th e m s e lv e s  a s  n e e d in g , w h ile  s t i l l l iv in g , to  p ro te c t  
th e ir  c h ild re n  f ro m  p o te n tia l ly  n e g a t iv e  fu tu re  o u tc o m e s  e .g . f ro m  b e c om in g  o n e  
o f ‘those guys in the subway ’. C o n c e rn  o v e r th e ir  c h ild re n ’s  fu tu re  w a s  fe lt to  
d ic ta te  a ll a s p e c ts  o f  th e  fa m ily ’s  fu tu re  p la n n in g :
‘. . .a ffec ts  eve ry  s ing le  th ing  I eve r th ink  abou t... ’.
H ow e v e r p a re n ts  w o rk e d  to  a c h ie v e  a  b a la n c e  b e tw e e n  b e in g  o p t im is t ic  a b o u t 
th e ir  c h ild re n ’s  fu tu re  a n d  b e in g  re a lis t ic , a lth o u g h  th is  fe lt  s o m e t im e s  lik e , ‘qu ite
a d ifficu lt ba lance ’  to  re a lis e .
G ro w in g u p a u t is t ic w a s s e e n a s h a v in g s om e p o te n t ia lly p o s it iv e
c h a ra c te r is t ic s :
‘. . .qu ite d ifficu lt p rob lem s a re  so lved  by  au tis tic  peop le ’
a n d  th e  p a re n ts  p e rc e iv e d  th e ir  c h ild re n  a s  b e in g  a b le  to  m a k e  th e m  p ro u d  in
th e  fu tu re :
‘H e  w ill m ake ... us  rea lly  p roud  o f h im ’.
H o w e v e r , b e c om in g  ‘n o rm a l’ w a s  s e e n  a s  th e  u lt im a te  g o a l:
‘H e ’s  jus t like  any o the r no rm a l pe rson now ’; ‘...is  go ing to m ake a wonderfu l 
recove ry ’; ‘I hope he w ill...becom e a  no rm al ch ild ’.
H opes fo r them se lves
P a re n ts  a ls o  h a d  h o p e s  a n d  a s p ira t io n s  fo r  th em s e lv e s . P a s t d re a m s  c h a n g e d  
a s  th e  p a re n ts  fo u n d  th e m s e lv e s  m o re  lim ite d  b y  th e  d e m a n d s  p la c e d  o n  th em  
a s  p a re n ts  o f  d is a b le d  c h ild re n :
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‘M y  pe rsona l life  p lan w as  pu t a  little  b it on the back  bu rne rs .
R a c h e l fe lt p re v e n te d  f ro m  g o in g  b a c k  to  w o rk  th ro u g h  a  p e rc e iv e d  n e e d  to  s ta y  
a t h o m e  fo r  lo n g e r  w ith  T o d d . T h is  re d u c e d  th e  fa m ily  f in a n c e s  a n d  p la n s  fo r  th e  
p re s e n t a n d  th e  fu tu re  c h a n g e d  a c c o rd in g ly :
‘...th is  is  ac tua lly  now  hav ing  a  d irec t e ffec t on  ou r finances ’.
W o rk  w a s  n o t v ie w e d  a s  b e in g  ju s t a b o u t e a rn in g  m o n e y  th o u g h ; th e  p a re n ts  
a ls o  s a w  it a s  a  p o te n tia l re fu g e  fro m  th e ir id e n t ity  a s  p a re n ts  o f d is a b le d  
c h ild re n . I t w a s  s e e n  a s  a  p o te n tia l m e a n s  o f e s c a p in g  f ro m  a  c h ild  d o m in a t in g  
a  p a re n t ’s  th o u g h ts  th ro u g h o u t th e  d a y :
‘I th ink  abou t Ben du ring  the day ... I (w il l)  go to  the  job  cen tre .. .1  ju s t w an t to  ge t 
o ff m y. ..th ink ing abou t B en ’.
T h e re  w a s  te n s io n  h e re  a s  th is  d e s ire  to  w o rk  c o n f l ic te d  w ith  th e  fe lt o b lig a t io n ,  
a s  a  p a re n t  o f  a  d is a b le d  c h ild , to  e n g a g e  m o re  w ith  s c h o o l:
'( fa th e r to  m o th e r) . . .ask the spec ia l needs teache r...p robab ly go and spend
som e tim e w ith  he r’.
B e c o m in g  p a re n ts  o f d is a b le d  c h ild re n  w a s  s e e n  a s  a  life  c h a n g in g  e x p e r ie n c e  
b u t o n e  th a t d id  n o t n e c e s s a r i ly  c h a n g e  p e rs o n a l c h a ra c te r is t ic s ; th e  p a re n ts  
b e lie v e d  th a t th e y  re ta in e d  th e  e s s e n c e  o f  w h o  th e y  w e re :
‘W e ’ve p robab ly  becom e a b it m ore qu irky than we were , bu t we were a b it
odd...’
I t  c o u ld , h o w e v e r , e n r ic h  c e r ta in  a s p e c ts  o f  th e  p a re n ts ’ p e rs o n a lit ie s :
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‘It ’s  m ade m e so  m uch m ore  com pass iona te  to  th ings like  tha t (h o m e le s s ) . . /
a n d  d e a lin g  w ith  s e rv ic e  p ro v id e rs  w a s  a ls o  s e e n  a s  n e c e s s ita t in g  th e  c h a n g in g  
o f  p e rs o n a l c h a ra c te r is t ic s :
‘. . .now  a ll tha t s ide  o f you rse lf you  have to  cu rb ... ’.
H a v in g  a n  im p a irm e n t w a s  n o t , in  its e lf , s e e n  a s  a  b a rr ie r  to  s u c c e s s  fo r  th e ir  
c h ild re n . G re a te r  h u rd le s  w e re  p e rc e iv e d  w ith in  th e  a t t i tu d e s  o f  o th e rs , a r is in g  in  
re s p o n s e  to  le a rn in g  th a t c h ild re n  h a d  la b e ls . E a r ly  in te rv e n t io n  w a s  w e lc o m e d  
a s  a  m e a n s  o f n o rm a lis a t io n , a  w a y  o f re m o v in g  o r  m in im is in g  im p a irm e n t; th is  
re m a in e d  th e  u lt im a te  g o a l fo r  m o s t o f  th e  p a re n ts . C h ild re n  w e re  re c o g n is e d  a s  
h a v in g  a d m ira b le  q u a lit ie s  th a t w o u ld  e n a b le  th e m  to  m a k e  v a lid  c o n tr ib u t io n s  
a s  a d u lts . C e r ta in  a t t r ib u te s , s u c h  a s  b e in g  h a p p y  a n d  h a v in g  a  s e n s e  o f 
h u m o u r , w e re  v a lu e d  a b o v e  a c a d e m ic  s u c c e s s , a lth o u g h  th e  la t te r w a s  a n  
in d ic a to r  o f  ‘n o rm a lity ’ . T h e  fu tu re  w a s  s o m e th in g  to  b e  fe a re d  a n d , a lth o u g h  th e  
p a re n ts  h o p e d  th e ir  c h ild re n  w o u ld  h a v e  p o s it iv e  fu tu re s , th e re  w e re  c o n c e rn s  
o v e r  th e ir  v u ln e ra b il i ty . T h e  p a re n ts  fe lt  th a t th e y  w o u ld  a lw a y s  n e e d  to  b e  th e
‘lo o k o u ts ’ fo r  th e ir  c h ild re n .
H a v in g  a  d is a b le d  c h ild  d id  im p a c t u p o n  p a re n ts ’ p e rs o n a l p la n s  a n d  a m b it io n s .  
T h is  w a s  s e e n , to  s o m e  e x te n t , a s  a  n o rm a l a d ju s tm e n t o n  b e c o m in g  p a re n ts .  
H o w e v e r , a s  p a re n ts  o f d is a b le d  c h ild re n , th e s e  p a re n ts  fe lt u n d e r  p re s s u re  to  
b e  a v a ila b le  to  e n g a g e  w ith  p ro fe s s io n a ls , m a k in g  w o rk  p ro b lem a tic . B e c o m in g  
p a re n ts  o f c h ild re n  w ith  im p a irm e n ts  w a s  n o t s e e n  a s  s o m e th in g  th a t c h a n g e d  
th e  e s s e n c e  o f  w h o  th e  p a re n ts  w e re  b u t it  d id  m o d ify  th e ir  o u t lo o k s  o n  life , h o w  
th e y  p re s e n te d  th e m s e lv e s  to  o th e rs  a n d  le d  to  th em  e n g a g in g  w ith  d if fe re n t l i fe  
p ro je c ts .
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Away from home
O u ts id e a g e n c ie s  w e re  p e rc e iv e d  a s c om p e ll in g  th e  p a re n ts  to  a d d re s s , 
c o n s ta n tly , th e  is s u e  o f  th e ir  c h ild re n ’s  im p a irm e n ts  w h e n  th e  p a re n ts  w o u ld , a t 
t im e s , h a v e  p re fe r re d  to  fo c u s  o n  o th e r  a s p e c ts  o f  th e ir  l iv e s :
7  jus t like  to  have o the r th ings to  th ink  about.. .bes ides au tism  and  d isab ility ...
O th e r  l i fe  a c t iv it ie s  w e re  s e e n  a s  im p o r ta n t b u t  th e s e  h a d  to  c o m p e te  w ith  g iv in g
a tte n t io n  to  th e ir  c h ild re n :
W e  have been  do ing  the ga rden  (s o  n o t  d o in g  a c a d e m ic  w o rk  w ith  th e ir  c h ild ) ’ .
N e g o tia t in g  w ith  a g e n c ie s  to o k  u p  t im e  a n d  e n e rg y  a n d  lim ite d  o p p o r tu n it ie s  fo r  
e x p e r ie n c e s  o u ts id e  o f a u tis m . T h e  p a re n ts  s a w  th is  a s  a t ta c k in g  th e ir s e lf ­
e s te e m  b u t th e y  t r ie d  to  m a in ta in  a  p o s it iv e  s e n s e  o f  th e m s e lv e s  b y  fo c u s in g  o n
th e ir  o w n  a c h ie v e m e n ts :
7  s till try  to  so rt o f m uste r up w ha t is  a  success  in  m y life  and  c ling  to  tha t rea lly ’.
A s  p a re n ts  o f  d is a b le d  c h ild re n , th e  p a re n ts  fe lt  th a t th e y  e x p e r ie n c e d  p re ju d ic e
from  o th e rs :
‘It ’s  the firs t tim e rea lly  in  m y life  tha t I ’ve eve r had to  su ffe r from  p re jud ice and
d iscrim ina tion ...’ .
T h e y  fe lt le s s  w o r th y  b e c a u s e  th e y  p e rc e iv e d  o th e rs  a s  re g a rd in g  th em  a s  
u n a b le  to  p e r fo rm  th e  s a m e  fu n c t io n s  a s  o th e r p a re n ts . R a c h e l, fo r e x a m p le , 
s a w  m o th e rs  a s  b e in g  'm e a s u re d ’ b y  h o w  m a n y  c h ild re n  th e y  c o u ld  p ro d u c e ; 
th e  m o re  c h ild re n  th e y  h a d , th e  m o re  s u c c e s s fu l th e y  w e re  d e em e d  to  b e  a s  
w o m e n . H a v in g  a  c h ild  w ith  a n  im p a irm e n t h a d  le d  to  R a c h e l’s  a b a n d o n m e n t o f
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p la n s  to  h a v e  m o re  c h ild re n . S h e  fe lt th a t, in  th e  e y e s  o f o th e rs , th is  d e c is io n  
th e re b y  re d u c e d  h e r  w o r th  a s  a  w o m a n :
7  wou ld  like  to  have 3  ch ild ren , bu t it ’s  ou t o f the question ’.
C h a n g in g  h e r  p re v io u s  p la n s  to  h a v e  m o re  c h ild re n  w a s  e x p la in e d  a s  p a r t ly  o u t  
o f  fe a r  o f  h a v in g  a n o th e r  c h ild  w ith  a u t ism , s e e n  a s  s o m e th in g  to  a v o id , b u t a ls o  
b e c a u s e  a  c h ild  w ith  a u t is m  w o u ld  b e  a  le s s  e f fe c t iv e  s ib lin g  th a n  th o s e  c h ild re n
w ith o u t  a u t is m :
‘H e ’s  ( c h ild  w ith  a u t ism ,)  hard ly  go ing to  be  a  g rea t b ig  b ro ther, is  he? ’.
A lte ra t io n s  to  p ro p o s e d  life  p a th s  d id  b r in g  c o m p e n s a t io n s , h o w e v e r . H a v in g  
o n ly  o n e  c h ild  w a s  s e e n , b y  R a c h e l a n d  B o b , a s  e n a b lin g  th e m  to  ta k e  a  lo t o f  
h o lid a y s  a s  a  fa m ily , fo r  e x a m p le :
‘W e live  qu ite  a  n ice  life  rea lly ...because w e ’ve  jus t go t the one ’.
R e s e a rc h in g  a u tis m  w a s  b o th  f r ie n d  a n d  fo e ; a  s o u rc e  o f  u n d e rs ta n d in g  b u t a ls o  
a  w a rn in g  o f  p o te n t ia l p ro b le m s :
‘It ( re a d in g /s  rea lly in te res ting fo r m e now ’; ‘I don ’t w an t to read any book ’; 
‘...those  (n e g a tiv e )  k ind  o f th ings w ill be  the re  in  the  lite ra tu re ’.
T h e  n e g a t iv e  im a g e s  in  l i te ra tu re  w e re  s o m e t im e s  c o u n te rb a la n c e d  b y  p a re n ts ’ 
k n o w le d g e  o f  th e ir  o w n  c h ild re n :
‘I ’ve  neve r seen h im  having  any  p rob lem  w ith  change o f rou tine ’.
L ite ra tu re  w a s  n o t th e  o n ly  a g e n t fo r a f fe c t in g  h o w  th e  p a re n ts  v ie w e d  th e ir  
c h ild re n . O th e rs , o u ts id e  th e  h om e , w e re  a ls o  e x p e r ie n c e d a s in f lu e n c in g
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th in k in g . T h is  w a s  s o m e tim e s  a  ‘c o m fo r t ’ b u t , o n  o th e r o c c a s io n s , b e c am e  a n  
u n w e lc om e  b a r r ie r  to  a c c e p ta n c e  o f  re a lity :
7  won ’t encou rage tha t’ (D a v id  ta lk in g  a b o u t a  fr ie n d  w h o  w a s  g iv in g  h is  w ife  
‘fa ls e  h o p e ’ th a t h e r  s o n  d id  n o t h a v e  a n y  im p a irm e n ts ) .
In  te rm s  o f s u p p o r t in g  th e  d e v e lo p m e n t o f th e ir  c h ild re n  th e  e n v iro nm e n t o f a  
m a in s tre am  s c h o o l w a s  p e rc e iv e d  a s p ro v id in g  th e  b e s t ‘m o d e ls * fo r th e ir  
c h ild re n  a n d  w a s  th e  p a re n ts ’ d e s ire d  o p t io n :
‘H e  is  go ing  to  bene fit m ore  by  in te rac ting  w ith  30  k ids ’
H o w e v e r ,  th e  p a re n ts  fe lt  th e y  w o u ld  c o n s id e r  th e ir  c h ild re n  a t te n d in g  s p e c ia lis t  
e n v iro n m e n ts  if  th e s e  w e re  p e rc e iv e d  a s  th e  b e s t e n v iro n m e n ts  fo r  th e m :
7  wou ld  send  h im  there ’.
B u y in g  a u tis t ic  s p e c if ic  e d u c a t io n a l re s o u rc e s  a n d  v ita m in s , re p u te d  to  re v e rs e  
s o m e  e f fe c ts  o f  a u t is m , w a s  th o u g h t  o f  a s  a  p o s it iv e  a c t io n :
‘F ish  o ils ...s tim u la te  som eth ing  in  the  b ra in ’.
T h e s e ‘in te rv e n t io n s ’ w e re d is c o v e re d th ro u g h re a d in g , th e m e d ia a n d  
d is c u s s io n s  w ith  o th e r  p a re n ts .
T h e  p e rs p e c t iv e s  a n d  a t t itu d e s  o f th e  p a re n ts  w e re  a f fe c te d  b y  o th e rs : fa m ily ,  
f r ie n d s , s tra n g e rs  a n d  p ro fe s s io n a ls . H a v in g  a  d is a b le d  c h ild  le d  to  fe e lin g s  o f 
b e in g  s t ig m a tis e d , d e v a lu e d  a n d  p o s it io n e d  a s  ‘o th e r ’ . T h e  p a re n ts  d id  e m p lo y  
s t ra te g ie s  to  c o u n te r th e  im p a c t o f th e s e  ‘n e g a t iv e ’ in f lu e n c e s . F o r e x a m p le , 
s o u rc e s  o f ‘n e g a t iv e ’ im a g e s  w e re  a v o id e d , s u c h  a s  a c c o u n ts  o f a u tis m  w ith in  
th e  lite ra tu re . If th e s e  w e re  e n c o u n te re d  th e n  th e  p a re n ts  b a la n c e d  th e s e
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im a g e s  b y  e m p h a s is in g  th e ir c h ild re n ’s  p o s it iv e  fe a tu re s  a n d  a b il i t ie s . W h e n  
th e y  b e c am e  a w a re  o f  th e ir  c h ild re n  fo llo w in g  u n u s u a l d e v e lo pm e n ta l p a th s , th e  
p a re n ts ’ l i fe  p la n s  a n d  p r io r it ie s  d id  c h a n g e  a s  th e y  fe lt c o m p e lle d  to  e x p e n d  
t im e  a n d  e n e rg y  o n  d e a lin g  w ith  p ro fe s s io n a ls  a n d  to  m a n a g e  th e  p ra c t ic a lit ie s  
o f  h a v in g  c h ild re n  w ith  im p a irm e n ts .
Different with siblings
P a re n tin g  a  c h ild  w ith  a n  im p a irm e n t w a s  e x p e r ie n c e d  a s  b e in g  q u ite  d if fe re n t  
f ro m  p a re n tin g  c h ild re n  w ith o u t . T h e  p a re n ts  fe lt th e y  h a d  to  d o  a  lo t m o re  fo r  
th e ir  c h ild  w ith  a n  im p a irm e n t:
'S he  (s ib lin g  w ith o u t a u t is m ) lea rned  eve ry th ing he rse lf.../ th ink I have to teach  
h im  ( c h ild  w ith o u t  a u t is m ) '.
T h e  p a re n ts  h a d  d if fe re n t e x p e c ta t io n s  fo r  s ib l in g s , a d a p t in g  a m b it io n s  fo r  th e ir  
c h ild re n  to  ta k e  a c c o u n t o f  th e  im p a irm e n t:
7  don ’t w an t he r (s ib l in g ) to fo rge t (m o th e r to n g u e ) . . .bu t I w on ’t ta lk to h im  
( c h ild  w ith  a u tis m ) in  (m o th e r  to n g u e )  a t a ll’.
Past dreams and future plans
H a v in g  a  d is a b le d  c h ild  w a s  s e e n  a s  lim it in g  o p t io n s  fo r th e  fa m il ie s ’ fu tu re s  
a b o u t w h e re  th e y  m ig h t l iv e  a n d  w o rk . T h e  lo g is t ic s  o f m o v in g  a p p e a re d  to  th e  
p a re n ts  to  b e  m o re  c o m p le x  th a n  fo r th o s e  fa m il ie s  w ith  c h ild re n  w ith o u t 
im p a irm e n ts :
‘It ’s  no t go ing to  be  s im p le  to  s ta rt over aga in ... ’.
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I t  w a s  h o p e d  th a t th is  m ig h t b e  m o re  o f a  p o s s ib il ity  w h e n  th e  c h ild re n  b e c a m e  
o ld e r b u t h a v in g  a  d is a b le d  c h ild  w a s  s e e n  a s  o n ly  o n e  o f m a n y  fa c to rs  w h ic h  
a ls o  in h ib ite d  s u c h  life  c h a n g e s :
‘...as  you g row  o ld  it ’s  k ind  o f ge tting  m ore and  m ore d ifficu lt because o f a ll the  
ties.. .re la tionsh ips  and  w ork ’.
W h e n  D a v id ’s  e m p lo ym e n t n e c e s s ita te d  a  m o v e  o f h o m e  th is  w a s  s e e n  a s  
p o s s ib le  w ith  a  d is a b le d  c h ild  b u t it n e e d e d  to  b e  p la n n e d  c a re fu lly  to  a v o id  a n y  
d is ru p tio n  in  B e n ’s  s c h o o lin g . O n e  fa c to r  fo r  c o n s id e ra tio n  w a s  th e  id e n tif ic a t io n  
o f w h a t re s o u rc e s , in  o th e r lo c a tio n s , m ig h t b e  a v a ila b le  fo r a  c h ild  w ith  a n  
im p a irm e n t. H o w e v e r , c h a n g in g  s c h o o ls  w a s  s o m e th in g  th a t w a s  c o n s id e re d  
p ro b le m a tic  fo r  n o n -d is a b le d  c h ild re n  to o :
‘The (c u rre n t) teache r know s h im  (d is a b le d  c h ild ) ve ry we ll...’; ‘S he ’s (n o n ­
d is a b le d  c h ild )  fed  up  m ov ing  and  chang ing the schoo l’.
H a v in g  a  d is a b le d  c h ild  w a s  n o t b e lie v e d  to  p re v e n t th e  fu lf i lm e n t o f p a re n ts ’
d re a m s :
‘M y  pe rsona l d ream  life  is  m ore  o r less w ha t I ’m  do ing  now .
P la n s a n d  in te re s ts  d id  c h a n g e , h o w e v e r a n d  n e w  e x p e r ie n c e s , s u c h  a s  
e x p lo r in g  a lte rn a t iv e  m e d ic in e  a n d  re lig io n s , w e re  e n g a g e d  w ith  a s  a  m e a n s  o f  
c o p in g  w ith  th e  s tre s s  b ro u g h t a b o u t  th ro u g h  p a re n t in g  a  d is a b le d  c h ild :
'S o  I ’ve  been  to  the he rba lis t... ’; ‘B ob ’s  had  a  flirt w ith  Buddh ism ’. ‘
P re v io u s  id e a s  a n d  a s s um p tio n s  w e re  re -e v a lu a te d  th ro u g h  h a v in g  a  d is a b le d  
c h ild . H a p p in e s s , fo r e x a m p le , w a s  n o w  s e e n  a s  th e  re s u lt o f lu c k  a n d  a s
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s o m e th in g  th a t c o u ld  b e  ta k e n  a w a y  a t a n y  t im e ; n o th in g  w a s  ta k e n  fo r  g ra n te d  
a n y  lo n g e r :
‘....don ’t expect it to  las t... ’.
H a v in g  a  d is a b le d  c h ild  w a s  a n  e v e n t th a t c h a n g e d  h o w  th e  p a re n ts  v ie w e d  th e  
w o r ld . S o m e  a s p e c ts  o f p a re n ts ’ life  p la n s  c o u ld  b e  p ro g re s s e d  b u t re v is io n s  
w e re  a ls o  re q u ire d  to  ta k e  a c c o u n t o f th e s e  a lte re d  p e rs p e c t iv e s . T h e  p a re n ts  
s a w  th is , in  p a r t , a s  a n  in e v ita b le  e le m e n t o f b e c om in g  p a re n ts  b u t h a v in g  a  
c h ild  w ith  a n  im p a irm e n t s e e m e d  to  m a k e  th is  m o re  c o m p le x ; th e  p a re n ts  fe lt  
th a t th e y  c o u ld  b e  le s s  f le x ib le  a b o u t w h e re  a n d  h o w  th e y  liv e d , fo r  e x a m p le . 
P a re n tin g  a  d is a b le d  c h ild  a ls o  le d , h o w e v e r , to  e n g a g in g  w ith  p o s it iv e  n e w  
e x p e r ie n c e s  th a t m a y  n o t h a v e  b e e n  c o n s id e re d  o th e rw is e .
Changing ways
T h e  e a r ly  y e a rs  o f p a re n t in g  w e re  e x p e r ie n c e d  a s  b e in g  ‘w e ll ou t o f con tro l’. 
W o r ry  b e c am e  a  m a jo r fe a tu re  in  th e  life  o f th e  p a re n ts . A lth o u g h  th is  w a s  
re c o g n is e d  a s  a  u n iv e rs a l e x p e r ie n c e  fo r a ll p a re n ts , it w a s  fe lt to  b e  m o re  
‘ in te n s e ’ fo r  p a re n ts  o f  d is a b le d  c h ild re n , tu rn in g  n o n -w o r ry in g  p e rs o n a lit ie s  in to
w o rr ie rs :
7  w a s  no t a  na tu ra l w o rrie r be fo re ’^
T h e  p a re n ts  s a w  th e m s e lv e s  a s  h a v in g  a ll th e  u s u a l w o r ry  o f b e in g  p a re n ts  b u t 
th a t th is  w a s  g re a t ly  e x a c e rb a te d  b e c a u s e  th e ir c h ild re n  w e re  d is a b le d . B e in g  
a b le  to  d re a m  fo r  y o u r  c h ild re n  w a s  s e e n  a s  a  c o m p e n s a t io n  fo r  a ll th e  n e g a tiv e  
a s p e c ts  o f p a re n t in g  b u t th is  w a s  n o t th o u g h t to  b e  a  b e n e f it  th a t w a s  a v a ila b le  
to  p a re n ts  o f  d is a b le d  c h ild re n :
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‘I ’ve  go t the cond ition  o f m otherhood  exace rba ted  by  tim es 10 ’.
B e in g  p a re n ts  o f  a  c h ild  w ith  a n  im p a irm e n t le d  s o m e  o f  th e  p a re n ts  to  a lte r  th e ir  
o w n  p a tte rn s  o f  b e h a v io u r :
W e  don ’t sha re the sam e bed  anym ore ’.
T h e s e  a d ju s tm e n ts  w e re  m a d e  b e c a u s e :
‘it ’s  eas ie r tha t w ay ’.
F in d in g  t im e  fo r  th e m s e lv e s  a n d  th e ir  o w n  in te re s ts  w a s  m a d e  m o re  d if f ic u lt , in  
s o m e  c a s e s , b y  a  re d u c t io n  in  o p p o r tu n it ie s  to  le a v e  th e ir  c h ild re n  w ith  o th e rs . I t  
w a s  s e e n  a s  p o s it iv e  fo r th e ir c h ild re n  to  e x p e r ie n c e  n e w  th in g s  o u t o f th e
h o m e :
‘It ’s  be tte r than h im  s tay ing  a t hom e... ’
b u t a f te r  s c h o o l a c t iv it ie s  w e re  d if f ic u lt to  a c c e s s . W h e n  th e s e  c o u ld  b e  fo u n d
th e  p a re n ts  fe lt o b lig e d  to  s ta y , ra th e r th a n  le a v in g  th e ir c h ild re n  a s  o th e r  
p a re n ts  w o u ld :
7  th ink  you  ough t to  s tay ’.
H a v in g  d is a b le d  c h ild re n  re q u ire d  th e  p a re n ts  to  a lte r th e ir life  a c t iv it ie s  to  
a t te n d  m e d ic a l a n d  e d u c a t io n a l a p p o in tm e n ts  w ith  th e ir  c h ild re n . T h e s e  w e re  
e x p e r ie n c e d  a s  s tre s s fu l a n d  w e re  p e rc e iv e d  a s  b e in g  s e t u p  m o re  fo r  th e  e a s e  
o f  p ro fe s s io n a ls  th a n  p a re n ts :
‘... tha t w as  jus t ve ry  s tress fu l’.
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O p p o rtu n it ie s  fo r s o c ia l in te ra c t io n  w e re  re d u c e d  if th e  c h ild re n  fo u n d  th e s e  
h a rd  to  to le ra te ; if  th e  c h ild re n  w e re  n o t re la x e d  th e n  th e s e  w e re  ‘no t qu ite  good  
fu n 'fo r  th e  p a re n ts  e ith e r .
P a re n tin g  w a s  s e e n  a s  a  p a r tn e rs h ip  w ith  e a c h  p a r tn e r  b r in g in g  d if fe re n t s k il ls ,  
in te re s ts  a n d  a t tr ib u te s  to  th e  re la t io n s h ip :
Tm  the one to  ( re s e a rc h  a u t is m ) . .. .bu t Bob does loads and loads o f s tu ff w ith
Todd ...’ .
B e c o m in g  a  p a re n t o f a  c h ild  w ith  a u t is m  w a s  d e s c r ib e d , b y  R a c h e l, a s  ‘...m y  
nub o f sadness ’ a n d  s o m e th in g  w h ic h  h a d  ‘ru ined ’ l i fe . E v e n  s o , it w a s  s t i l l n o t 
p e rc e iv e d  a s  fu n d am e n ta lly  a lte r in g  th e  e s s e n c e  o f  th e  fa m ily :
7  don ’t th ink it (o u r fa m ily  l i fe ) wou ld be tha t m uch d iffe ren t a t a ll ( if o u r c h ild  
w e re  n o t  d is a b le d ) '.
T h e re  w a s  a  te n s io n  b e tw e e n  w a n tin g  to  p ro v id e  fo r th e  c h ild ’s  fu tu re  a n d  
p a re n ts ’ o w n  p e rs o n a lity  c h a ra c te r is t ic s :
‘... jus t too  lazy ’.
T h e  p a re n ts ’ a m b it io n s  fo r  th em s e lv e s  c h a n g e d  a s  a  re s u lt o f h a v in g  c h ild re n  
w ith  im p a irm e n ts . T h is  le d  to  p o s it iv e  n e w  d ire c t io n s  b e in g  ta k e n , w h ic h  m ig h t
n o t h a v e  b e e n  o th e rw is e :
7  m ight tu rn to  be ...a  k ind  o f resea rche r’.
P o s it iv e  re la t io n s h ip s  w e re  fo rm e d , in s om e in s ta n c e s , w ith  n e w  p e o p le  
c o n n e c te d  w ith  th e  f ie ld  o f  a u t is m :
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‘Y ou w ou ldn ’t have m e t those  peop le if a ll th is  hadn ’t have happened ’; ‘I ’m  qu ite  
happy to  s it togethe r w ith an au tis tic  ch ild ’s  pa ren ts  and ta lk  to  them  and lis ten
to  them ’.
B e c o m in g p a re n ts in it ia te d  c h a n g e s in th e p a r t ic ip a n ts ’ p e rs o n a lity a n d  
a c t iv it ie s . C o n c e rn s  o v e r  th e ir  c h ild re n ’s  d e v e lo p m e n t c re a te d  a n x ie ty  w ith in  th e  
p a re n ts  th a t w a s  th e n  e x a c e rb a te d  b y  th e  d ia g n o s t ic  p ro c e s s . T h e  p a re n ts  
a d o p te d  c om p le x p o s it io n s  in  re la t io n  to  h a v in g  a c h ild  w ith  a u t is m . F o r  
e x a m p le , R a c h e l, a lth o u g h  s h e  c e le b ra te d  th e  jo y  th a t T o d d  h a d  b ro u g h t to  h e r  
a n d  h e r h u s b a n d ’s  liv e s , s t i l l re fe r re d  to  h im  a s  h e r ‘n u b  o f s a d n e s s . . . ’ . T h e
p a re n ts  c h a n g e d  th e ir  o w n  p a tte rn s  o f  b e h a v io u r  to  a c c om m o d a te  th e ir  c h ild re n .  
A lth o u g h  th e  c h ild re n ’s  b e h a v io u r p re s e n te d  c h a lle n g e s , th e  p a re n ts  fo rm u la te d  
s t ra te g ie s  fo r m e e t in g  th e s e . T h e y  s a w  th e m s e lv e s  a s  w o rk in g  in  p a r tn e rs h ip  
w ith  a  c o m m o n  fo c u s . T h e  d ia g n o s t ic  p ro c e s s  le d  to  c h a n g e s  in  s p a t ia l ity , in  
te rm s  o f  th e  p la c e s  th a t th e  p a re n ts  v is ite d . M e d ic a l a p p o in tm e n ts  n e e d e d  to  b e  
a t te n d e d , w h ic h  le d  to  a  s ig n if ic a n t in c re a s e  in  s tre s s  a n d  d is c om fo r t  fo r  a ll th e  
fa m ily . H a v in g a n im p a irm e n t w a s p e rc e iv e d a s re s tr ic t in g c h ild re n ’s  
o p p o r tu n it ie s  fo r  in d e p e n d e n t  e x p e r ie n c e s  o u ts id e  o f  th e  h o m e . T h e  p a re n ts  fe lt  
th a t th e y  d id  n o t h a v e  th e  s a m e  o p p o r tu n it ie s  to  le a v e  th e ir  c h ild re n  in  th e  c a re  
o f  o th e rs  a s  d id  th e  p a re n ts  o f  c h ild re n  w ith o u t  im p a irm e n ts .
T o  s u m m a r is e , th is  c h a p te r  fo c u s e d  o n  h o w  th e  p a r t ic ip a n ts  e x p e r ie n c e d  th e  a c t 
o f p a re n tin g . I t h a s  e s ta b lis h e d  th a t a lth o u g h  p a re n t in g  a  d is a b le d  c h ild  w a s  
p e rc e iv e d  b y  th e s e  p a re n ts  to  s h a re  m a n y  o f  th e  c h a ra c te r is t ic s  a t tr ib u te d  to  th e  
‘g e n e ra l’ p ra c t ic e  o f p a re n t in g , th e  a c t o f p a re n t in g  w a s  th o u g h t to  b e  a  m o re  
in te n s e  e x p e r ie n c e  fo r p a re n ts  o f d is a b le d  c h ild re n . A c t iv it ie s , e n g a g e d  w ith  
p r io r to b e c o m in g p a re n ts , c h a n g e d to a c c om m o d a te  ta k in g o n th e
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re s p o n s ib il i t ie s  a s s o c ia te d  w ith  ra is in g  c h ild re n  a n d  a ls o  to  ta k e  a c c o u n t o f th e  
n e e d s  o f  th e  c h ild re n  th e m s e lv e s . L ife  p la n s  w e re  re v is e d  a c c o rd in g ly  a n d  n e w  
o p p o r tu n it ie s  e m b ra c e d . P a re n tin g  g a v e  r is e  to  c o m p le x  re la t io n s h ip s ; c h ild re n  
w e re  b o th  a s o u rc e  o f in te n s e  jo y  a n d  w o r ry . A lth o u g h  s o m e b e h a v io u r ,  
a s s o c ia te d  w ith  a u t is m , d id  p re s e n t th e  p a re n ts  w ith  c h a lle n g e s , th e  m o s t 
s ig n if ic a n t s o u rc e s  o f s tre s s  w e re  n o t in  fa c t a s s o c ia te d  w ith  th e  p ra c tic e  o f 
p a re n t in g . R a th e r th e y a ro s e from  e n g a g em e n t w ith p ro fe s s io n a ls , th e  
d ia g n o s t ic  p ro c e s s  a n d  b e in g  s t ig m a t is e d  b y  o th e rs .
T h e  n e x t c h a p te r w il l fo c u s  o n  te m p o ra lity  a n d  in  p a r t ic u la r th e  im p a c t th e  
d ia g n o s tic  p ro c e s s  h a d  o n  th e  p a r t ic ip a n ts ’ p e rc e p t io n s  o f th e  p o te n t ia l fu tu re
fo r  th e ir  fa m il ie s .
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Predicting development
T h e  p a re n ts  fe lt u n a b le  to  p re d ic t w h a t th e ir  c h ild re n  w ith  a u t is m  m ig h t b e  lik e  
w h e n  th e y  b e c a m e  o ld e r :
‘...tha t’s  the one th ing  tha t con fuses  m e .. I don ’t know  wha t to  expect Sam  to  be  
like a t tha t age .’; ‘...w ith au tism  I know  in som e leve ls they w on ’t deve lop any  
more , isn ’t it? ’.
T h e  lite ra tu re  w a s  s e e n  a s  id e n t ify in g  a  n u m b e r o f d e v e lo pm e n ta l d if f ic u lt ie s  
a s s o c ia te d  w ith  a u t is m  a n d  th e  p a re n ts  w e re  u n a b le  to  s e le c t w h ic h  o f th e s e  
w e re  l ik e ly  to  a p p ly  to  th e ir  c h ild re n :
‘W e ’re jus t worried tha t we ’ve read m any o f these ch ild ren have lea rn ing  
d ifficu lties and the re m ight be lea rn ing d ifficu lties we ’re no t aware o f ye t.’; 
‘...they sa id  he go t th is th ing  (a u tis m ) and we don ’t know  when it is go ing to  
com e, w hen he  is  go ing  to  change  h is  behav iou r, I don ’t know ...’.
P re d ic t in g  fu tu re  d e v e lo p m e n t s o m e tim e s  re lie d  u p o n  lo o k in g  b a c k  to  th e  p a s t :
‘A s I was te lling you , p robab ly he ’s a la te b loom er... the re ’s a huge , s trong  
fam ily  s tring  o f la te  b loom ers , you  know , in  ou r fam ily . They ’re  a ll eng inee rs .
A  d ia g n o s is  o f  im p a irm e n t s u d d e n ly  m a d e  th e  fu tu re  s e e m  m o re  ‘u n k n o w n ’ . T h e  
d e v e lo p m e n ta l p a t te rn  o f c h ild re n  w ith  a u tis m  w a s  s o m e th in g  th a t th e  p a re n ts  
fe lt th a t th e y  c o u ld  n o t p re d ic t . T h e y  lo o k e d  to  th e  lite ra tu re  fo r g u id a n c e  b u t 
fo u n d  th is  m a d e  th e  fu tu re  s e e m  a  c o n fu s in g  a n d  f r ig h te n in g  p ro s p e c t .
1 2 0
Emotional responses to the future
W h e n  th e  p a re n ts  fo c u s e d  o n  th e ir  c h ild re n ’s  s t re n g th s , ra th e r  th a n  th e  la b e l o f  
a u t is m , th is  w a s  fe lt  to  p ro m o te  a  m o re  p o s it iv e  o u t lo o k :
W e  a ll had a pos itive ou tlook tha t one day he is go ing to ge t be tte r; tha t is  
driv ing us  in  sp ite  o f tha t w o rd  au tism  be ing  m entioned ...he  w ill be  m ore  k ind  o f 
norm a l you  know . Tha t is  h is  behav iou r from  the ve ry  beg inn ing ’.
W h e n  th e y  p e rc e iv e d  th e  d ia g n o s is  o f a u t is m  a s  n o  lo n g e r a p p lic a b le  to  th e ir  
c h ild re n  th e  fu tu re  s e e m e d  f re e  f ro m  a n x ie ty :
’...w e ’ve no t go t any w orries about it, have w e? ’; ‘I fee l I ’ve  go t h im  back  so  no  
worries about h is  fu tu re ; I ’m  pe rfec tly  happy ’
b u t g o o d  t im e s  w e re  n o w  s e e n  a s  s o m e th in g  th a t c o u ld  n o t b e  t ru s te d :
‘...It can ’t s tay  like  tha t o f cou rse . It’s  jus t too  good  a t the m om en t’.
T h e  fu tu re  s e e m e d  to  b e  a  v e ry  b le a k  p ro s p e c t fo r  th e ir  c h ild re n :
‘That’s  how  fa r away I th ink and I do ... you know , in the da rk m om en ts I see  
these guys in  the subway, you  know , scroung ing change and I th ink, “G od , tha t 
cou ld  be Todd . ”...! th ink  o f eve ry  sad  case  in  te rm s o f, tha t cou ld  be Todd ... ’.
H a v in g  a c h ild  w ith  a u tis m  w a s p e rc e iv e d  a s s om e th in g  th a t c o m p le te ly  
c h a n g e d  p e rs p e c t iv e s  o n  th e  fu tu re :
’... it does change you r w ho le ou tlook o f the fu tu re ... I used to be ab le to be  
ve ry pos itive and look to the fu tu re w ith pos itive p rom ise . You can ’t do tha t 
anymore  and ... tha t’s  eno rm ous, you  know ".
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T h e  fu tu re  w a s  s e e n  a s  s o m e th in g  th a t c o u ld  b e  v ie w e d  p o s it iv e ly  o r  n e g a tiv e ly , 
d e p e n d in g  o n  h o w  a  p a re n t c h o s e  to  v ie w  it . B e in g  re a lis t ic  a p p e a re d , to  th e  
p a re n ts , to  m e a n  e m b ra c in g  a  n e g a t iv e  p e rs p e c t iv e . T ry in g  to  c o u n te r  th is  w ith  
o p t im ism  w a s  s e e n  a s  a  d if f ic u lt  ju g g lin g  a c t :
‘...you  have to try  and  look on the b righ t s ide and be op tim is tic  and...bu t a t the  
sam e tim e be  rea lis tic  and  tha t’s  qu ite  a  d ifficu lt ba lance ’.
L o o k in g  in to  th e  fu tu re  w a s  s e e n  a s  u n h e a lth y  a n d  b e s t a v o id e d . T h e  p a re n ts  
s a w  th e m s e lv e s  a s  b e in g  a b le  to  re d ire c t  th e ir  th in k in g  a w a y  f ro m  p re d ic t in g  th e
fu tu re :
‘...it ’s no good fo r anybody rea lly in te rm s o f the o ld m en ta l hea lth ...nobody  
rea lly know s rea lly w ha t’s go ing to happen in the fu tu re . It’s no t hea lthy to  
pro jec t too  fa r in  the fu tu re  too  m uch ...’.
F o r  s o m e  o f  th e  p a re n ts  th e  fu tu re  w a s  s o m e th in g  th a t c o u ld  n o t b e  c h a n g e d  s o  
it  m ig h t a s  w e ll b e  a p p ro a c h e d  w ith  o p t im ism :
‘I ’m  no t... I’m  no t a g rea t w orrie r...The  fu tu re ’s  go ing to  be wha teve r it ’s  go ing  
to  be and we  jus t have to dea l it a t the tim e how  we can ...I a lw ays  look a t the  
pos itive  s ide o f it and ...’; ‘...w ha teve r w ill com e w ill com e and  you  can ’t p lan fo r 
th is , so  there ’s  no  po in t in  chang ing it...’.
N o t w o r ry in g  a b o u t th e  fu tu re  w a s , h o w e v e r , p e rc e iv e d  a s  s o m e th in g  o th e rs  
m ig h t c r it ic is e  p a re n ts  fo r  d o in g :
‘M aybe peop le  say  I ’m  shu tting tha t o ff in  a w ay by  do ing th ings , bu t yeah , tha t’s  
k ind  o f w ha t I am  abou t... ’
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b u t, in  s p ite  o f  th is , l iv in g  in  th e  p re s e n t w a s  s e e n  a s  m o re  o f  a  p r io r ity :
‘. . .the re ’s  so  m any th ings to  dea l w ith  in  the  firs t p lace ’.
T h in k in g  a b o u t th e  fu tu re  w a s  s o m e th in g  th e  p a re n ts  fe lt  th e y  c o u ld  t ry  to  l im it :
‘I ’m  no t th ink ing  about the  fu tu re  bu t... I th ink ... he ’s  go ing  to  p ick  up w ith in  one  
or tw o  yea rs ...’.
T h e  p a re n ts  h o p e d  th a t o n e  d a y  th e ir  c h ild re n  m ig h t b e c om e  ‘n o rm a l’ :
‘W e ’ve a ve ry  pos itive ou tlook about Ben and a lm ost I w ou ld say 100% , if no t 
to ta lly  100%  tha t Ben w ill m ake a  com p le te , no rm a l k ind  o f recove ry ...’.
C om m e n ts  b y  p ro fe s s io n a ls  a b o u t a  c h ild ’s  c u r re n t s k il l le v e l c o u ld  e ith e r  m a k e  
th e  p a re n ts  a n x io u s  a b o u t  th e  fu tu re :
‘W hen I heard today wha t she was ta lk ing to m e abou t. I sa id , “I don ’t know  
wha t is  go ing  to  happen to  Ben ’”
o r  o p t im is t ic :
‘H is c lass teacher sa id ... she sa id , “I ’m  no t p rom is ing th is , bu t I th ink Ben is  
go ing  to  be  no rm al w ith in  one  yea r.
T h e  fu tu re , fo r  th e s e  p a re n ts , w a s  e m b o d ie d  in  th e  fo rm  o f  e m o tio n a l re s p o n s e s  
o f fe a r a n d  a n x ie ty . T h e  p a re n ts  d e v e lo p e d  s tra te g ie s  fo r m a n a g in g  th e ir  
a n x ie ty , s u c h  a s  fo c u s in g  o n  th e  p re s e n t a n d  o n  th e ir  c h ild re n ’s  s tre n g th s  fo r  
e x a m p le . T o  w h a t e x te n t p a re n ts  c o u ld  d o  th is , h o w e v e r, w a s , th e y  fe lt ,  
d e p e n d e n t o n  th e ir o w n  p e rs o n a lit ie s . T h e  a c t o f o th e rs  re c o g n is in g  th e ir  
c h ild re n  a s , o r s h o w in g  th e  p o te n tia l to  b e c o m e , ‘n o rm a l’ w a s  s e e n  b y  th e
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p a re n ts  a s  th e  e v e n t m o s t l ik e ly  to  m a k e  th e  fu tu re  s e e m  m o re  p o s it iv e . T h e  life  
o f th e  p a re n t o f a  d is a b le d  c h ild  w a s  p e rc e iv e d  to  b e  a  b le a k  p ro s p e c t, w h e re  
th e  ‘c h ild ’ re m a in e d  d e p e n d e n t th ro u g h o u t l i fe .
H a v in g  a  c h ild  w h o  s h o w e d  d e v e lo pm e n ta l d if fe re n c e s  a ls o  c a u s e d  th e  p a re n ts  
to  g o  b a c k  in to  th e  p a s t a s  w e ll a s  c o n s id e r in g  th e  fu tu re . ‘N o rm a lity ’ w a s  a g a in  
th e  d r iv e r h e re , a s  th e  p a re n ts  s e a rc h e d  fo r  s ig n s  in  th e  p a s t th a t m ig h t e x p la in  
th e  d if fe re n c e  a s  a  fa m ily  t ra it , ra th e r  th a n  a s  ‘d e v ia n t d e v e lo p m e n t ’ .
The future affecting projects
T h in k in g  a b o u t th e  fu tu re  a n d  p la n n in g  fo r  w h a t m ig h t h a p p e n  to  th e ir  c h ild re n  
h a d  a  s ig n if ic a n t a f fe c t o n  liv in g  in  th e  p re s e n t :
‘.../ th ink it a ffec ts every  s ing le th ing I eve r th ink  abou t...I ’m  constan tly  th ink ing  
abou t leav ing s tu ff beh ind  fo r Todd...’.
T h e re  a p p e a re d , to  th e s e  p a re n ts , to  b e  m o re  o f a  n e e d  to  p la n  fo r  th e  fu tu re  
b e c a u s e  th e ir  c h ild re n  w e re  d is a b le d . P la n n in g  fo r  a f te r  th e  p a re n ts ’ d e a th s  w a s  
s e e n  a s  m o rb id  b u t n e c e s s a ry :
‘It is  m orb id , isn ’t it, bu t... w e can ’t assum e tha t he ’s  go ing to have the sam e  
leve l o f independence  tha t it ’s  fa ir fo r m ost pa ren ts  to  assum e ’.
T h e  p a re n ts  s a w  th e ir c h ild re n  w ith  a u tis m  a s  g ro w in g  u p  to  b e  d e p e n d e n t  
a d u lts . T h e y  fe lt o b lig a te d  to  c o n t in u e  to  p ro v id e  fo r  th em  in to  a d u lth o o d , e v e n  
c re a t in g  p o te n tia l e m p lo ym e n t o p p o r tu n it ie s :
‘H e ’s go ing to be a dependen t ...Y eah , she lte red em p loym ent... ( fa th e r ’s  
c o m p a n y ) cou ld be a she lte red em ploym en t p lace fo r peop le w ith A sperge r’s  
Syndrom e.’
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T h in k in g  a b o u t th e  fu tu re  d o m in a te d  d a ily  l i fe :
7  th ink  about eve ry th ing . E ve ry  day  I th ink  abou t it in  som e way ’
b u t  th in k in g  d id  n o t a lw a y s  le a d  to  a c t io n ; o th e r p e rs o n a lity  c h a ra c te r is t ic s  c o u ld  
in te r fe re  w ith  p la n n in g  fo r  th e  fu tu re :
‘W e ’re  no t d riven by tha t...A lthough I am  obsessed w ith the w ho le au tism  th ing  
it doesn ’t d rive  us , jus t too  lazy’.
T h e  p a re n ts  s a w  th e m s e lv e s  a s  d e n ie d  th e  o p p o r tu n ity  to  d re a m  th ro u g h  th e ir  
c h ild re n , to  fa n ta s is e  a b o u t w h a t c a re e r p a th s  th e ir  c h ild re n  m ig h t ta k e . T h is  
w a s  p e rc e iv e d  a s  a  lo s s , a s  b e in g  a b le  to  d re a m  th ro u g h  y o u r c h ild re n  w a s  
s e e n  a s  c o m p e n s a t io n  fo r  a ll th e  n e g a t iv e  a t tr ib u te s  o f  p a re n tin g :
‘...o the r peop le can d ream  th rough the ir ch ild ren , can ’t they  and  tha t’s  a  m en ta l 
boost...W e haven ’t go t tha t luxury ...’; ‘Y eah, tha t’s ...one o f the com pensa tions  
fo r a ll the d ross  you  pu t up w ith  in  pa ren thood ... ’.
T h e re  w a s , h o w e v e r , s o m e  c o n fu s io n  o v e r th e  c o n c e p t o f d re a m in g  th ro u g h  
y o u r c h ild re n . A lth o u g h  th is  w a s  v ie w e d  a s  n a tu ra l, it w a s  c o n d e m n e d  a s  
‘s e lf is h ’ a n d  s o m e th in g  th a t s h o u ld  n o t b e  d o n e  a n y w a y :
‘...it’s  a ve ry se lfish th ing to do ...’; ‘You know , if you wan t to com pe te , do it 
you rse lf and  don ’t do  it th rough you r ch ild ren , bu t I w ou ld  say  tha t, w ou ldn ’t I? ’.
T h e  p a re n ts  d id  n o t h a v e  s p e c if ic  e x p e c ta t io n s , fo r  th e ir  c h ild re n , fo r  th e  fu tu re :
‘...no expecta tion as fa r as g rand p lans. W e d idn ’t w an t h im  to be a doctor o r  
any th ing  like th is '
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b u t  th e y  h o p e d  th e ir  c h ild re n  w o u ld  b e  a b le  to  a c h ie v e  w h a te v e r a m b it io n s  th e y  
m ig h t h a v e  fo r  th e m s e lv e s :
‘ . . . /V e  go t a gu t fee ling , you know , he ’s go ing to m ake a trem endous  
im p rovem en t and... he ’s  go ing  to ach ieve wha t he wan ts to  ach ieve when he ’s  
grow ing o lde r".
A  c a re e r  w a s  n o t v ie w e d  a s  th e  o n ly  m e a n s  th ro u g h  w h ic h  th e ir  c h ild re n  c o u ld  
b e c o m e  s u c c e s s fu l b u t e m p lo ym e n t w a s  s e e n  a s  a n  a v a ila b le  o p t io n :
'. . .(h e  c o u ld  b e ) success fu l in  o the r w ays. H e ’s  go t ap titude on com pute rs and  
th ings ...’; ‘...w hen he becom es b ig (h e  m ig h t s t i l l b e ) in te res ted in the  
com pu te r...’.
T h e  p a re n ts  s a w  th e ir  c h ild re n  a s  ‘g if ts ’ b u t a n t ic ip a te d  th a t th e ir  p le a s u re  in  
th e ir  c h ild re n  w o u ld  n o t c o n t in u e  a s  th e y  b e c a m e  o ld e r . T h e  p a re n ts  e x p e c te d  
th e ir  c h ild re n , a t s o m e  p o in t , to  b e c om e  b u rd e n s  o n  th e m :
‘...because they ’re  no t you rs , a re they? They ’re  so rt o f g ifts  fo r you to  en joy fo r 
a ce rta in  pe riod  o f tim e and  you do you r bes t and le t them  m ove on . Bu t w ith  
Todd . ..he ’s  jus t go ing  to  be  a round  fo r a  lo t, lo t longe r w ith  us ...’.
T h e  p a re n ts  p re d ic te d  th a t th e y  w o u ld  n e e d  to  c a re  fo r  th e ir  c h ild re n  w e ll in to
a d u lth o o d :
7  s till fo resee ...I s till have a  p rem onition o f the g ranny fla t rea lly , you know ... ’; 
‘H e ’s  go ing  to  be  liv ing  w ith  us w e ll in to  h is ... w e ll in to  h is  20s ... I k ind  o f th ink  
tha t’s  w here w e ’re  go ing  to  be ’.
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T h e y  s a w  th is  a s  s o m e th in g  p a re n ts  o f d is a b le d  c h ild re n  w o u ld  a lw a y s  h a v e  to
d o :
W e  k ind  o f know  tha t he ’s  go ing  to  be the odd k id  liv ing w ith h is  m um  and dad  
un til, you know , he ’s 30 o r w ha teve r ...o r 40 ...tha t’s  gone on fo r ages, hasn ’t
it? ’.
W h a t w o u ld  h a p p e n  to  th e ir  c h ild  a f te r  th e ir  d e a th  w a s  s e e n  a s  p ro b le m a t ic :
7  th ink  (w e  w il l lo o k  a f te r h im ) righ t to ou r death . ...Todd ’s  no t a  p rob lem  un til
w e d ie ’
E a r ly  in te rv e n t io n  w a s  s e e n  a s  a  m e a n s  o f p re v e n tin g  p ro b le m s  fro m  a r is in g
la te r :
‘...w e jus t wan t to m ake sure he ’s lea rn ing wha t he ’s supposed to be  
lea rn ing ...a t the m inu te we  jus t w an t to  p reven t any th ing tha t m igh t show  itse lf 
la te r on , from  be ing  a  p rob lem ’.
P ro fe s s io n a l s u p p o r t w a s  fe lt  to  b e  n e c e s s a ry  to  a c h ie v e  th is  b u t re m a in in g  o n e -  
s te p -a h e a d  o f  p ro fe s s io n a ls  w a s  c o n s id e re d  to  b e  v ita l:
7  constan tly have  to  be one s tep ahead ... and  try ing  to  p re -em pt w ha t’s  go ing  
to  happen  next... ’.
T h e  fu tu re  g e n e ra lly  a p p e a re d  a s  u n c e r ta in  a n d  w a it in g  fo r  it  re q u ire d  p a tie n c e :
‘B ecause he r daugh te r has go t the sam e p rob lem , so she says , “N o , it ’s  no t a  
ve ry  fas t p rocess . It’s  a ve ry  s low  p rocess. You have to  be ve ry  pa tien t’.
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F o r  th e s e  p a re n ts  th e  p e rc e p tio n  w a s  th a t a t s o m e  p o in t  in  th e  fu tu re  th e y  w o u ld  
c e a s e  to  e n jo y  th e  p a re n t in g  e x p e r ie n c e . It w a s  fe lt th a t e v e n tu a lly  d is a b le d  
c h ild re n  w o u ld  b e c o m e b u rd e n s o n th e ir p a re n ts . D is a b le d  a d u lts  w e re  
a s s o c ia te d , la rg e ly , w ith  d e p e n d e n c y  in  s p ite  o f th e  p a re n ts  b e in g  a b le  to  s e e  
th a t th e ir  c h ild re n  h a d  s k il ls  a n d  a b il it ie s  th a t o u g h t to  e n a b le  th em  to  b e c om e  
in d e p e n d e n t. P re p a r in g  fo r  d e p e n d e n c e  w a s  s o m e th in g  th a t w a s  c o n s id e re d , b y  
s o m e  o f  th e  p a re n ts , e a r ly  o n . I t th e n  d ic ta te d  th e  p a re n ts ’ o w n  p ro je c ts  a s  th e y  
fo c u s e d  o n  p re p a r in g  fo r  th e ir  c h ild re n ’s  fu tu re s  ra th e r th a n  th e ir  o w n  p re s e n t
in te re s ts .
T o  s u m m a r is e , th is  c h a p te r h a s  s h o w n  th a t fo r th e s e  p a re n ts  th e  fu tu re  fo r  
d is a b le d  c h ild re n  a n d  th e ir  p a re n ts  w a s  p e rc e iv e d  a s  s o m e th in g  fe a r fu l. E v e n  
th o u g h  th e  p a re n ts  c u r re n t ly  e n jo y e d  th e ir  re la t io n s h ip s  w ith  th e ir  c h ild re n  th e y  
a ll s a w  th is  b e in g  re p la c e d , in  th e  fu tu re , b y  a  b u rd e n  o f c a re . In  s p ite  o f  th e ir  
c h ild re n  c le a r ly  h a v in g  th e  s k il ls  a n d  a b il it ie s  to  e n a b le  in d e p e n d e n c e , b e in g  
d e p e n d e n t w a s  la rg e ly  s e e n  a s  th e  o n ly  p o s s ib le  o u tc o m e  o f d is a b il i ty . T h e  
p a re n ts  fe lt it  w a s  u p  to  th e m , th e re fo re , to  m a k e  p ro v is io n  fo r  th e ir  c h ild re n  in to  
a d u lth o o d . A lth o u g h  th e  fu tu re  d id  a p p e a r b le a k , p a re n ts  fo u n d  w a y s o f 
m a n a g in g  th is  s tre s s  b y  fo c u s in g  o n  th e  p le a s u re s  o f th e  c u r re n t p a re n t in g  
e x p e r ie n c e  a n d  c o n c e n tra t in g  o n  th e  p re s e n t , ra th e r  th a n  d w e ll in g  o n  th e  fu tu re .
T h e  n e x t c h a p te r w il l id e n t ify  h o w  th e  p a re n ts  h a d  b e c om e  e x p e r ts  o n  th e ir  
c h ild re n  a n d  d e s c r ib e  h o w  th e y  p e rc e iv e d  th e  re s p o n s e s  o f  p ro fe s s io n a ls  to  th is  
k n o w le d g e  a n d  u n d e rs ta n d in g .
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Noticing everything
T h e p a re n ts o b s e rv e d a n d e v a lu a te d e v e ry a s p e c t o f th e ir c h ild re n ’s  
d e v e lo p m e n t f ro m  in te ra c t io n  w ith  o th e rs  to  s e lf -h e lp  a n d  in d e p e n d e n c e  s k il ls  
s u c h  a s  to i le t in g :
‘W e ’re  k ind  o f assess ing  h is  s tages  o f im provem en t qu ite  c lose ly? .
O b s e rv a tio n  a n d  re f le c t io n  o n  th e  s ig n if ic a n c e  o f b e h a v io u r  b e g a n  a s  s o o n  a s  
th e  p a re n ts  b e c am e  a w a re  o f p o s s ib le  d e v e lo p m e n ta l d if fe re n c e , e v e n  b e fo re  a  
fo rm a l d ia g n o s is :
‘...a ll by  h im se lf, s itting  there , lin ing  up these bo ttles ’.
T h o s e b e h a v io u rs  th a t in d ic a te d d iffe re n c e  w e re  re g a rd e d a s p a r t ic u la r ly  
s ig n if ic a n t :
7  wou ld de fin ite ly  pu t a S teven Sp ie lbe rg ‘e rrrrrrr ’ ( s o u n d s  lik e  d ram a tic  ‘J a w s ’ 
ty p e  m u s ic )  on it’.
A u t is m  m a y  n o t h a v e  b e e n  c o n s id e re d , b y  th e  p a re n ts , b u t s o m e  ra tio n a le  fo r
th e  b e h a v io u r  w a s  m a d e :
‘W e pu t it down pu re ly  to  speech and  language  ’.
O n c e  a u t is m  h a d  b e e n  s u g g e s te d  b y  p ro fe s s io n a ls , th e  p a re n ts  c h a lle n g e d  th e  
d ia g n o s is  b y  p u t t in g  fo rw a rd  a lte rn a t iv e  e x p la n a t io n s  fo r  w h y  th e  c h ild re n  m ig h t 
a c t in  w a y s  a s s o c ia te d  w ith  th e  s y n d rom e :
7  th ink  it ’s  pa rtly  shyness  to  be  honest’-, ‘W e know  m ore  abou t m y backg round ’.
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T h e  p a re n ts  e v a lu a te d  b e h a v io u r  in  th e  c o n te x t o f  th e  s itu a t io n s  e x p e r ie n c e d  b y  
th e  c h ild re n , ra th e r  th a n  th ro u g h  th e  d e c o n te x tu a lis e d  te s t in g  th a t p ro fe s s io n a ls  
a p p e a re d  to  fa v o u r :
‘H e ’d  been wa tch ing  D ora  the E xp lo re r, she d id  it w ith  he r eyes , he w as copy ing
the ca rtoon’ .
T h e  p a re n ts  c o n s id e re d  th e m s e lv e s  a s  re s p o n s ib le  fo r  s o m e  o f th e ir  c h ild re n ’s  
d if fe re n t  d e v e lo p m e n t:
‘S om etim es I fe lt in the past tha t we m igh t have been gu ilty o f s lipp ing in to  
th ings ...’; ‘...andyou th ink tha t’s  p robab ly  m y fau lt tha t he ’s  copy ing tha t...’.
B e in g  a w a re  o f  th e ir  c h ild re n ’s  s k il ls  a n d  c h a lle n g e s  w a s  s e e n , b y  th e  p a re n ts , 
a s  im p o r ta n t a n d  it w a s  n o t e n o u g h  to  b e  ju s t a w a re ; p a re n ts  e x p e c te d  to  b e  
d o in g  s o m e th in g  a b o u t th e s e . A c c e p t in g  th e ir c h ild re n  a s d e v e lo p m e n ta lly  
d if fe re n t d id  n o t s e e m , to  th e s e  p a re n ts , to  b e  a n  o p t io n . T h e y  fe lt o b lig a te d  to  
t ry  to  c h a n g e  th e ir  c h ild re n  in  s p ite  o f  e n jo y in g  th em  a s  th e y  w e re :
‘It ’s ve ry easy to be qu ite com fo rtab le w ith Todd and be happy w ith h is
behav iour’.
O n c e  g iv e n  a  d ia g n o s is  th e  p a re n ts  e x p e r ie n c e d  b e in g  o n  th e  a le r t  fo r  s ig n s  o f 
a u t is m  a s  a  s o u rc e  o f  w o r ry :
‘The re a re som e th ings you sa id like a lo t o f ch ild ren w ith A spe rge r’s  have a  
ve ry  robo tic  o r s tilted  sound ing . I w as a  b it w o rried  abou t tha t... ’.
C o n c e rn  o v e r  d e v e lo p m e n t c re a te d  a  s e n s e  o f u rg e n c y  fo r  th e  p a re n ts  to  w o rk  
o n  s k il l d e v e lo p m e n t:
1 3 1
‘I rea lly  w an t to w ork on h im , ge tting  h im  d raw ing  m ore , ge tting  h im  to w rite h is  
nam e, and I know  he ’s on ly th ree fo r w riting h is nam e bu t I am  jus t try ing to  
deve lop it ’.
W o rk in g  w ith  th e ir  c h ild re n , b e c a u s e  th e y  h a d  im p a irm e n ts , w a s  s o m e th in g  th e  
p a re n ts  c o n s id e re d  th a t th e y  w o u ld  d o  n a tu ra lly , w ith o u t a n y  p re s s u re  fro m  
o u ts id e  a g e n c ie s :
‘w e ’d  be  do ing  it anyway ’.
T h is  w a s  fe lt to  b e  n e c e s s a ry  fo r  a  c h ild  w ith  a n  im p a irm e n t b u t n o t fo r  a  c h ild
w ith o u t:
‘S o  when som ebody is ... b ring ing up , you know , k ind o f no rm a lly , you know , 
you  don ’t tend  to . k ind  o f focus on w ha t they  do ...’.
U p o n  n o t in g  s ig n s  o f d e v e lo p m e n ta l d if fe re n c e , th e  p a re n ts  b e c a m e e v e n  
k e e n e r o b s e rv e rs  o f  th e ir  c h ild re n . T h e y  fe lt m o re  o f  a  n e e d  to  d o  th is  th a n  o th e r  
p a re n ts  b e c a u s e  th e ir  c h ild re n  h a d  im p a irm e n ts . T h is  s e n s e  o f u rg e n c y  w a s  
re in fo rc e d  b y  th e  p a re n ts ’ s e n s e  o f  w h a t p ro fe s s io n a ls  e x p e c te d  f ro m  th em .
Parents as partners
In te ra c t io n  w ith  a g e n c ie s  w a s  s e e n  a s  in c re a s in g  th e  le v e l o f p a re n ta l s c ru t in y
o n  th e ir  c h ild re n :
‘Y ou a re scru tin is ing constan tly ’; ‘Y ou have to go th rough so m any ex tra  th ings  
(w ith  a  c h ild  w ith  im p a irm e n ts ) .. . ’ .
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S c h o o l s ta ff  w e re  a ls o  p e rc e iv e d  a s  o b s e rv in g  th e  c h ild re n  m o re  c lo s e ly :
‘The c lass teache rs  used  to  say  h is  m ouse sk ills  a re qu ite  ex trao rd ina ry ’.
W rit in g  th e  h o m e -s c h o o l d ia ry  w a s  fe lt to  e n c o u ra g e  c lo s e r o b s e rv a tio n  a n d
re f le c t io n :
7  w rite  a  da ily  repo rt’.
T h e  p a re n ts  q u e s tio n e d  th e ir o w n  in te rp re ta t io n  o f b e h a v io u r a n d  lo o k e d  fo r  
s u p p o r t f ro m  o th e rs  to  h e lp  in te rp re t it :
7  don ’t th ink  he  sounds s tilted , do  you? ’.
P ro fe s s io n a ls  w e re  n o t p e rc e iv e d  a s a lw a y s h a v in g  th e  s a m e  a g e n d a  a s  
p a re n ts :
‘S he  (n u rs e ry  s ta f f )  s a y s , “w e ll, you  know , if  he w an ts to  do  it, he ’ll do  it bu t, you  
know , w e bu t w e do  lea rn ing th rough  p lay  so  w e don ’t push  it’”
b u t s c h o o l w a s  v ie w e d  a s  a  s o u rc e  o f  le a rn in g :
‘Those  k ind  o f th ings he  lea rns  on ly  from  schoo l’’, ‘W e haven ’t taugh t h im  and  so  
he has go t it from  schoo l’; ‘...a fte r he is  go ing  to schoo l he is  p ick ing  up som e
ideas ’.
P ro fe s s io n a l in p u t in to  th e ir c h ild re n ’s  d e v e lo p m e n t w a s  m o n ito re d  c lo s e ly  b y  
th e  p a re n ts  a n d  e v a lu a te d :
‘They don ’t en force anyth ing ...he is ve ry happy a t nu rse ry , whereas a t p re ­
schoo l he has to d raw  w ith h is ... m ore o ften and do m ore th ings and there fo re  
they  push  it a  little  b it m ore  and  he  does it there  so ... ’.
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Id e n t if ic a t io n  o f p o te n t ia l p ro b le m  a re a s , b y  p ro fe s s io n a ls , w a s  s e e n , b y  th e  
p a re n ts , a s re s p o n s ib le  fo r c h a n g e s in  th e ir o w n b e h a v io u r to w a rd s  th e ir
c h ild re n :
'. . .  w e  fo rced  it, be ing  to ld  he w ou ldn ’t ge t th ings  like  tha t... ’.
T h e  p a re n ts  s a w  p ro fe s s io n a ls  a s  a  s o u rc e  o f e x p e r t is e  th a t c o u ld  h e lp  th em  to  
in te rp re t a n d  u n d e rs ta n d  a s p e c ts  o f  th e ir  c h ild re n ’s  b e h a v io u r . A t th e  s a m e  t im e  
th e y  d id  n o t fe e l th a t th e  p ro fe s s io n a ls  a lw a y s  s h a re d  th e  s a m e  a g e n d a  in  te rm s  
o f  e x p e c ta tio n s  o r  p ro je c ts  fo r  th e ir  c h ild re n . In  s p ite  o f  th is , th e  p a re n ts  fe lt  th a t 
th e y  te n d e d  to  a lte r  th e ir  o w n  b e h a v io u r in  o rd e r to  m e e t th e  ‘fe lt ’ e x p e c ta tio n s  
o f  p ro fe s s io n a ls .
Evidencing normality
T h e p a re n ts m o n ito re d  th e ir c h ild re n ’s b e h a v io u r c lo s e ly  a n d a s p e c ts  o f 
b e h a v io u r  th a t m ig h t c o n tra d ic t  a  d ia g n o s is  o f  a u t is m  w e re  n o te d :
‘...he is  rea lly sha rp in som e o f h is com pu ter sk ills ...’; ‘I don ’t th ink the re is a  
lack  o f eye con tac t’.
B e h a v io u r th a t m ig h t s u g g e s t a u t is m  w a s  e x p la in e d  a w a y , b y  th e  p a re n ts , a s  
n o rm a l fo r th e  c h ild ’s  a g e  o r a r is in g  fro m  th e  p a r t ic u la r  c irc u m s ta n c e s  o f th e  
s itu a t io n  e .g . le a rn in g  a  n e w  s k il l o r  a  p e rs o n a lity  c h a ra c te r is t ic :
‘W e were w riting it o ff as an aspect o f h is pe rsona lity o r a fam ily tra it’; ‘...w e  
know  m ore  abou t m y backg round ’.
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C h a ra c te r is t ic s  o f a u t is m , d e s c r ib e d b y  p ro fe s s io n a ls , in  te rm s  s u c h  a s  a  
te n d e n c y  to  ‘o v e r fo c u s ’ o n  a n  a c t iv ity , w e re  re fra m e d , b y  th e  p a re n ts , u s in g  
m o re  p o s it iv e  la n g u a g e :
7  th ink  he  has an  ab ility  to  focus ’.
D iffe re n c e s  in  la n g u a g e  a n d  c o m m u n ic a t io n  s k il ls  w e re  p e rc e iv e d  a s  th e  m o s t 
d if f ic u lt  to  ‘e x p la in  a w a y ’ :
‘W e pu t it down pu re ly  to the speech and language aga in ...’', ‘...if it w e ren ’t fo r 
h is speech , it w as h is speech tha t m ade m e actua lly do som eth ing p ro -ac tive
abou t it... ’.
In te ra c tio n s  b e tw e e n  th e ir c h ild re n  a n d p e o p le  o u ts id e  o f th e  h om e  w e re  
im p o r ta n t to  th e  p a re n ts  a s  th e y  s a w  th e s e  a s  m o re  o b je c t iv e ; th e  a llo w a n c e s  
th e y  m ig h t m a k e  n a tu ra lly  a s  p a re n ts  w e re  n o t a v a ila b le  to  s tra n g e rs . T h e s e  
m e e t in g s  w e re  c a re fu lly  o b s e rv e d  a n d  e v a lu a te d :
‘...the  op tic ian took ove r...’; ‘H e ’s  been  inv ited  to  a ll the  pa rties ’.
P a re n ta l a t t i tu d e s  to w a rd s  b e h a v io u r th a t c o u ld  b e  in d ic a t iv e  o f a u t is m  w e re
a m b ig u o u s ; s o m e t im e s  it  w a s  a c c e p te d  a s  a  p o s s ib il i ty  b u t a t o th e r  t im e s  it  w a s  
e x p la in e d  a w a y :
7  cou ld see when he was younger tha t he had s igns tha t cou ld  be bu t I th ink  
you cou ld  po in t to  any  ch ild  and  say , ‘m y ch ild  doesn ’t w an t to  jo in  in  do ing  tha t’', 
‘A ll k ids  have been  th rough a  s tage ...’.
T h e  p a re n ts  fo u n d  th e ir  c h ild re n ’s  b e h a v io u r c o n fu s in g ; s o m e  a s p e c ts  a p p e a re d  
to  s u g g e s t a u tis m :
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‘H e  neve r lis tens...’
w h ile  o th e rs  d id  n o t :
7  don ’t th ink  there  is  a  lack  o f eye con tac t.
A t t im e s  th e  fo c u s  o n  th e ir  c h ild re n ’s  d e v e lo p m e n t c o u ld  b e  re la x e d  a s  p a re n ts  
b e c am e  c a u g h t u p  w ith  ‘n o rm a l’ d a ily  l i fe :
'( In  re s p o n s e  to  b e in g  a s k e d  if s h e  w a s  s t i l l s o  fo c u s e d  o n  te a c h in g  B e n , A n n  
re p lie d , No. No . (N o t)  now  because we have  been  do ing the  ga rden ’.
T h e  p a re n ts  p e rc e iv e d  th e m s e lv e s  a s  c o n s ta n t ly  b e in g  a le r t  to  th e  in d ic a to rs  o f  
a u t is m  w ith in  th e ir  c h ild re n ’s  b e h a v io u r . A f te r  th e  d ia g n o s is  b e h a v io u r  w a s  n o w  
a lw a y s  c o n s id e re d  w ith in  th is  c o n te x t a n d  a n a ly s e d  fo r  s ig n s  o f  th e  s y n d ro m e . 
T h e  p a re n ts  re s is te d , h o w e v e r , s e e in g  e v e ry th in g  in  th e s e  te rm s . A t t im e s  th e y  
in te rp re te d  w h a t th e ir c h ild re n  d id  a s  e v id e n c e  o f th e ir s k il ls  a n d  a b il i t ie s  o r  
fa m i ly  t ra its  ra th e r  th a n  a s  in d ic a to rs  o f ‘d e v ia n t ’ d e v e lo p m e n t. T h e  p a re n ts  fe lt  
c o n fu s e d  a b o u t th e ir c h ild re n ’s  d e v e lo p m e n t, u n s u re  a s  to  w h a t c o u ld  b e  
a t t r ib u te d  to  a u tis m  a n d  w h a t m ig h t  ju s t b e  ty p ic a l b e h a v io u r  o f  a  c h ild .
Highlighting skills and abilities
N e w  s k il ls  a n d  a b il i t ie s  th a t th e  c h ild re n  a c h ie v e d  w e re  o b s e rv e d , n o te d  a n d  
v a lu e d , b y  th e  p a re n ts , a c ro s s  a ll a re a s  o f d e v e lo p m e n t: s o c ia l, la n g u a g e ,  
b e h a v io u r , a c a d e m ic , p la y  a n d  in d e p e n d e n c e :
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‘...ve ry flex ib le and he is ve ry a tten tive ...’; ‘H e wen t be llyboa rd ing ’; ‘...he is  
rea lly good in numbers , m atch shap ing , so rting ...’; ‘...em o tiona lly , he is  
am az ing ’.
T h e y  e n c o u ra g e d  th e ir  c h ild re n  to  d e m o n s tra te  n e w  s k il ls  to  o th e rs :
‘S how  N ick  you r... ’; ‘W ha t co lou r a re ... ? ’.
T h e  p a re n ts  p e rc e iv e d  th e ir  c h ild re n  a s  h a v in g  a  s e n s e  o f p r id e  o v e r  th e s e  n e w
a c h ie v e m e n ts :
‘...he  does w an t to  show  h is  sk ills , de fin ite ly ’.
T h e  a c q u is it io n  o f n e w  s k il ls  w a s  v ie w e d  p o s it iv e ly :
‘Tha t’s  n ice , isn ’t it? ’; ‘The re ’s  a lo t m ore to en joy ...’; ‘H av ing  a love ly  game...’; 
‘H av ing love ly little cha ts ’; ‘ ...w h ich is extrao rd ina ry ...’; ‘...he is am az ing  
som etim es...’; ‘I m ean  a  huge d iffe rence ... ve ry  p leas ing ...’.
T h e  d e v e lo p m e n t o f s k il ls  w a s  a ls o  p e rc e iv e d  a s  le a d in g  to  a  re d u c t io n  in  
b e h a v io u ra l ‘p ro b le m s ’ :
‘...a  lo t o f the  p rob lem s wh ich w e ’ve a lw ays though t w ere caused  by  frus tra tion  
have gone ’; ‘If he w ants  som eth ing  it is  so rt o f no  p rob lem  now ’.
T h e  m a s te r in g  o f n e w  s k il ls  o f te n  re q u ire d  a  lo t o f in p u t  f ro m  th e  p a re n ts  b e fo re
th e ir  c h ild re n  a c h ie v e d  th e m :
‘W e ’re  try ing  to  encou rage ...’; ‘W e fo rced  it....’; ‘S o  I spent ages...’.
T h e  d e v e lo p m e n t o f n e w  s k il ls , b y  th e ir  c h ild re n , w a s  c e le b ra te d  b y  th e  p a re n ts  
a n d  th is  b ro u g h t a b o u t p o s it iv e  em o tio n s  w ith in  th e m . T h e p a re n ts s a w
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th e m s e lv e s  a s  p u tt in g  a  lo t o f e f fo r t in to  th e  te a c h in g  o f  th e s e  s k il ls  b u t fe lt  th a t
th e ir  c h ild re n  a ls o  le a rn t  f ro m  o th e r  s o u rc e s  o u ts id e  o f  th e  h o m e .
Does my child behave like other children?
T h e  p a re n ts  v ie w e d  th e ir  c h ild re n  a s  in d iv id u a ls :
‘It m aybe a b it d iffe ren t then bu t a t the m omen t it ’s  a ll w e know , how  Sam  is ’.
T h e  is s u e  o f c o m p a r in g  th e  d e v e lo p m e n t o f th e ir c h ild re n  w ith  o th e r c h ild re n  
w a s  s e e n  a s  a  c o n fu s in g  o n e . A lth o u g h  c o m p a r is o n s  w e re  m a d e :
‘H e  looks  jus t the sam e as they  a ll do ’
th e s e  w e re  a ls o  s o m e tim e s  d e n ie d :
7  don ’t know  abou t any  o the r 3  yea r o lds ’.
C om p a r is o n s  w e re  s e e n  a s  e n a b lin g  th e  id e n tif ic a t io n  o f s k il ls  to  w o rk  o n . T h is  
w a s  p e rc e iv e d  a s  im p o r ta n t to  fa c ili ta te  th e ir  c h ild re n  w ith  ‘k e e p in g  u p ’ w ith  th e ir
p e e rs :
‘N ow  he goes to  the to ile t like  the o the r ch ild ren  so  tha t’s  no t a  p rob lem  now ’.
T h e  p o s s ib ili ty  o f  th e ir  c h ild re n  a p p e a r in g  ‘d if fe re n t ’ in  la te r  y e a rs  w a s  s e e n  a s  a  
p a r t ic u la r  c a u s e  fo r  c o n c e rn :
‘M y on ly th ing I keep im ag in ing is a t 10 yea rs o ld  how  he ’s go ing to s tick ou t
from  the c rowd ’.
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C h ild re n  w ith  a  d ia g n o s is  o f a u t is m  w e re  p e rc e iv e d , b y  th e  p a re n ts , a s  u n fa ir ly  
t re a te d : th e y  w e re  d e n ie d  c re d it fo r  s t re n g th s  in  th e ir  d e v e lo p m e n t. R a th e r  th a n  
b e in g  c e le b ra te d  th e s e  b e c am e  s ig n p o s ts  to w a rd s  ‘d e v ia n t d e v e lo p m e n t ’ :
‘If they  (c h ild re n  w ith o u t a u tis m ) d id  tha t w e wou ld  th ink o f it as a s treng th bu t 
because  Sam  does it, som e peop le  th ink  o f it as  is  tha t a  s ign  o f au tism ’.
T h e  p a re n ts  c o m p a re d  th e ir  c h ild re n  w ith  o th e rs  o f a  s im ila r a g e  in  o rd e r to  
e v a lu a te  th e  le v e l o f d e v e lo p m e n ta l d if fe re n c e . A t th e  s a m e  t im e  th e y  a ls o  
re s is te d  th is  te n d e n c y , w a n t in g  to  a c c e p t th e ir c h ild re n  fo r w h o  th e y  w e re ,  
c e le b ra t in g  th e ir ta le n ts  a n d  c o n tr ib u t io n s  a s  in d iv id u a ls . C om p a r is o n s  w e re  
s e e n  a s  n e c e s s a ry , h o w e v e r , in  o rd e r to  h ig h lig h t s k il ls  th a t n e e d e d  to  b e  
w o rk e d o n . S u p p o r t in g  c h ild re n ’s d e v e lo p m e n t in th e e a r ly s ta g e s w a s  
p e rc e iv e d , b y  th e  p a re n ts , a s  a  m e a n s  o f  p re v e n t in g  d if fe re n c e s  in  d e v e lo p m e n t 
f ro m  e m e rg in g  la te r .
Is my child behaving like a child with autism?
T h e  p a re n ts  b e c am e  a le r t  to  th e  b e h a v io u ra l in d ic a to rs  o f  a u t is m :
7  mean she neve r sa id the ch ild , you know , has au tism  bu t I though t the few  
th ings tha t I ’d  p icked  up w h ile  he w as the re ..
R e c o g n it io n  w a s  m a d e  th a t b e h a v io u r th a t th e ir  c h ild re n  d e m o n s tra te d  w h e n  
y o u n g e r h a d  s im ila r it ie s  to  th e  b e h a v io u r  o f o th e r c h ild re n  w ith  a u t is m  b u t th is  
w a s  p e rc e iv e d  a s  b e lo n g in g  in  th e  p a s t a n d  n o t re le v a n t  to  th e  p re s e n t :
‘. . .no t now , m aybe when he w as younger’.
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A  d is t in c t io n  w a s  m a d e  b e tw e e n  a c t in g  lik e  a  c h ild  w ith  a u t is m  a n d  a c tu a lly  
h a v in g  a u t is m . I t  w a s  b e lie v e d  th a t a  c h ild  m a y  a c t l ik e  a  c h ild  w ith  a u t is m , w h e n  
y o u n g e r , b u t , w h e n  o ld e r , h e  m ig h t s to p  a c t in g  in  th is  w a y :
‘If  a  ch ild  has au tism  he is  no t go ing to  g row  ou t o f it, w hereas  he  has g rown ou t 
o f a ll the th ings tha t w e re  poss ib le  s igns ’.
C om p a r is o n s  w e re  m a d e  b e tw e e n  w h a t o th e rs  (p ro fe s s io n a ls  a n d  w r ite rs )  
id e n t ify  a b o u t th e  p ro b le m s  th a t c h ild re n  w ith  a u t is m  m ig h t e n c o u n te r a n d  w h a t 
th e  p a re n ts  s a w  in  th e ir  o w n  c h ild re n :
‘...like they say ch ild ren w ith au tism  can ’t read peop le , can ’t te ll tha t you ’re  
angry , can ’t te ll tha t you ’re  upse t. He loves h is  exp ress ions , he loves do ing  h is  
angry face ’.
O b s e rv in g , h e a r in g  o f , o r  re a d in g  a b o u t, b e h a v io u r  in  o ld e r  c h ild re n  w ith  a u t is m  
c a u s e d  c o n c e rn  a n d  u n c e r ta in ty , in  th e  p a re n ts , a s  to  w h e th e r a n y  o f th e s e  
b e h a v io u rs  m ig h t a p p ly  to  th e ir  o w n  c h ild re n :
‘A nd he (b o y  o n  th e  te le v is io n  w h o  h a d  a u tis m ) w a s  ve ry m uch tha t s ty le o f 
speak ing  ( ro b o tic )  and  a ll o f tha t and  I w o rried  if  he  ( s o n )  m ight have tha t...’.
A lth o u g h  th e re  w a s  c o n fu s io n  o v e r  h o w  u s e fu l c o m p a r is o n s  w e re :
‘. . .they a re say ing  each ch ild  is  d iffe ren t. W e  can ’t com pare ... ’
th e  p a re n ts  c o n s ta n t ly  m a d e  th e m :
‘...I’m  a lw ays try ing  to  gauge where Todd is  in  te rm s o f be ing ...’-,.‘I  ju s t w an t to  
know  if o the r ch ild ren a lso  a re  behav ing .. .like  Ben ’.
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T h e  p a re n ts  c o u ld  s e e  e s s e n tia l d if fe re n c e s  b e tw e e n  th e ir  o w n  c h ild re n  a n d
o th e r  c h ild re n  w ith  a u t is m :
7  can see a  d iffe rence  be tw een  Sam  a t 3  and  Ph ilip  a t 7 .
C o n ta c t w ith  p a re n t s u p p o r t g ro u p s  w a s  s e e n  a s  g iv in g  a c c e s s  to  o th e r  c h ild re n  
w ith  a u tis m  to  fa c il i ta te  c o m p a r is o n :
'.../  ju s t w an ted  to  ge t a  fee l o f.. .the  o the r k ids ’
a n d  th is  c o u ld  re d u c e  a n x ie ty  if  th e ir  c h ild re n  s e e m e d  q u ite  d if fe re n t :
'(a b o u t o w n  c h ild ) .. . tha t k ind o f im provem en t I can ’t im ag ine in ...a ch ild w ith
au tism ...’ .
C om m e n ts  f ro m  o th e rs  th a t a rg u e d  a g a in s t a u t is m  a s  a  d ia g n o s is  w e re  re c e iv e d  
p o s it iv e ly :
‘S he  (m o th e r ’s  s is te r ) says , “‘O h look a t Sam ...” She can ’t see , you know , the  
sam e p rob lem s tha t these  o the r ch ild ren  have go t’.
T h e  p a re n ts  e x p e r ie n c e d  it a s  u p lif t in g  w h e n  a u tis m  w a s  n o t re fe r re d  to , w h e n  
p ro fe s s io n a ls  w e re  s p e a k in g  a b o u t th e ir  c h ild re n , w h e n  th e ir  c h ild re n  w e re  ju s t  
g ro u p e d  w ith  a ll ‘c h ild re n ’ :
“‘W e ll tha t’s  4  yea r o lds fo r you , isn ’t it? ” A nd  tha t w as so  love ly  fo r m e to  hea r 
tha t, w hen she sa id  tha t... ’.
O th e r c h ild re n  w ith  a u t is m  a n d  th e ir  p a re n ts  im p a c te d  o n  th e  life w o r ld s  o f th e  
p a r t ic ip a n ts  th ro u g h  fa m ily  a n d  s o c ia l c o n ta c t , w o rk , s c h o o l, lite ra tu re  a n d  
te le v is io n . T h e  p a re n ts , in  th is  s tu d y , o b s e rv e d  o th e r  c h ild re n  w ith  a u t is m  a n d
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c o m p a re d  th e ir  b e h a v io u r w ith  th a t o f th e ir  o w n  c h ild re n . T h e y  in te rp re te d  th is  
b e h a v io u r in  , d if fe re n t w a y s . D if fe re n c e s  in  b e h a v io u r c o u ld  b e  u s e d  to  a rg u e  
a g a in s t th e  v a lid ity  o f th e  d ia g n o s is , fo r  e x a m p le . A lte rn a t iv e ly  th e  p a re n ts  fe lt  
th a t th e ir  c h ild re n , e v e n  if  th e y  d id  p ro v e  to  h a v e  a u tis m , m ig h t n o t n e c e s s a r i ly  
d e v e lo p  in  th e  s a m e  w a y  a s  o th e r c h ild re n  w ith  th e  s y n d ro m e . H o w e v e r ,  
s im ila r it ie s  in  b e h a v io u r , in  o ld e r  c h ild re n , w e re  s o m e tim e s  ta k e n  a s  a  ‘w a rn in g ’ 
o f w h a t b e h a v io u rs  th e  p a re n ts  m ig h t s e e , in  th e ir c h ild re n , in  th e  fu tu re . 
K n o w le d g e  a b o u t th e  n a tu re  o f a u t is m  w a s  a c q u ire d  th ro u g h  th e  lite ra tu re , th e  
m e d ia  a n d  ta lk in g  to  o th e r p e o p le . In  p a r t ic u la r  th e  p a re n ts  b e c am e  a w a re  o f 
th e  d e f in in g  b e h a v io u ra l c h a ra c te r is t ic s  o f  a u t is m  a n d  p o te n t ia l ‘o u tc o m e s ’ .
Learning about autism
‘A b il i ty ’ w a s  s e e n  a s  s o m e th in g  c o n tra ry  to  a u tis m :
‘. . .because he w as so  capab le  and  ab le  w e  jus t cou ldn ’t accep t... ’.
T h e  p a re n ts  's e lf  d ia g n o s e d ’ th e ir  c h ild re n  u s in g  re s o u rc e s  s u c h  a s  th e  In te rn e t :
‘...I w en t to  the w ebs ite ..
R e a d in g  a b o u t a u tis m  w a s  v ie w e d  b o th  a s  a  s u p p o r t :
7  have  read .. .qu ite  d ifficu lt p rob lem s a re so lved  by  au tis tic  peop le ... ’
a n d  a  s o u rc e  o f  a n x ie ty :
‘...I don ’t w an t to  hea r a ll o f these th ings ..au tis tic  ch ild ren .. .som etim es can  
reg ress ’.
1 4 2
R e a d in g  w a s  a  s o u rc e  o f in fo rm a t io n  a b o u t th e  d e v e lo p m e n ta l c h a ra c te r is t ic s  o f
a u tis m :
7  mean wh ich go ing  to the books I can ’t app rec ia te the au tis tic  ch ild  can m ake  
tha t k ind  o f im provem en t’.
K n o w le d g e  a b o u t a u t is m  a ffe c te d  th e  w a y  p a re n ts  in te rp re te d  th e ir  c h ild re n ’s
b e h a v io u r :
‘...w e  th ink  because he  has go t th is  th ing , tha t is  w hy  he  is  do ing ...th is ’.
C om p a r is o n s  b e tw e e n  th e  a c c o u n ts  o f a u tis m  a n d  th e ir  o w n  c h ild re n  w e re  fe lt  
to  b e  c o n fu s in g :
‘...som e o f the descrip tions doesn ’t fit w ith  Ben , som e o f them  fit w ith  Ben ...’.
W h e n  th e  d ia g n o s is  o f a u t is m  s e e m e d  le s s  lik e ly  to  b e  c o r re c t , th e  p a re n ts  
p e rc e iv e d  th e  n e e d  to  re a d  a b o u t a u tis m  a s  le s s  im p o r ta n t :
‘...w heneve r I ge t the tim e because  I ’m  busy w ith  (w o rk ) . .
C om p a r is o n s  w e re  m a d e  le s s :
‘I used  to  bu t nowadays  no ...’.
B e in g  u n a b le  to  s e e  th e  b e h a v io u rs  o f  c h ild re n  w ith  a u t is m  in  th e ir  o w n  c h ild re n  
g a v e  r is e  to  fe e lin g s  o f  h a p p in e s s :
‘...I cou ldn ’t a ttribu te  ( th e  b e h a v io u rs  o f  th e  c h ild  w ith  a u t is m ) to  Ben and I w as  
happy...’ .
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T h e  p a re n ts  w e re  c o n fu s e d  b y  th e  in fo rm a tio n  a v a ila b le  o n  a u t is m . T h e y  fo u n d  
it d if f ic u lt to  p re d ic t w h ic h  a s p e c ts  o f b e h a v io u r  d e s c r ib e d  in  th e  lite ra tu re , o r  
o b s e rv e d  in  o th e r c h ild re n  w ith  a u t ism , m ig h t a p p ly  to  th e ir  o w n  c h ild re n . In  
s p ite  o f  th is  la c k  o f  c la r ity  th e  p a re n ts  w e re  s t i l l in f lu e n c e d  b y  s u g g e s t io n s  w ith in  
th e  lite ra tu re  a n d  c h a n g e d  th e ir  b e h a v io u r  to w a rd s  th e ir  c h ild re n  in  re s p o n s e  to
th e s e .
Parents as experts on their children
T h e  p a re n ts  fe lt th a t th e y  c o u ld  a ttr ib u te  m e a n in g  a n d  m o t iv a t io n  to  th e ir  
c h ild re n ’s  b e h a v io u r . T h e y  a c te d  a s  in te rp re te rs  fo r  th e ir  c h ild re n :
‘...he  th inks  you  ’ll respond  if  he  says ...’.
P ro fe s s io n a ls  d id  n o t a p p e a r , to  th e  p a re n ts , to  d o  th is . T h e y  w e re  id e n t if ie d  a s  
in te rp re t in g  th e  c h ild re n ’s  b e h a v io u r  in  a  d if fe re n t , a n d  o f te n  in v a lid , w a y  to  th e  
p a re n ts . T h is  w a s  e x p e r ie n c e d , b y  th e  p a re n ts , a s  ’dem ora lis ing ’.
T h e  p a re n ts  re c o g n is e d  w h a t th e ir  c h ild re n  h a d  d if f ic u lty  w ith :
‘H e ’s  go t p rob lem s w ith  h is  language ...’
a n d  a ls o  p re d ic te d  b e h a v io u ra l o u tc o m e s :
‘H e ’ll ge t ove r it in  a  m inu te ’.
H o w e v e r , th e y  c o u ld n o t a lw a y s in te rp re t th e ir c h ild re n ’s b e h a v io u r a n d  
a c c e p te d  th is  a s :
‘...jus t one o f those  th ings tha t w e  jus t don ’t know  w ith  h im ’.
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T h e  p a re n ts  re c o g n is e d  th e ir  c h ild re n ’s  l im ita t io n s  a n d  id e n t if ie d  th e  s tra te g ie s
th a t th e  c h ild re n  u s e d  to  o v e rc o m e  th e s e :
..then  the on ly  th ing  he can do  is ....’.
T h e  p a re n ts  a ls o  e m p a th is e d  w ith  h o w  th e ir  c h ild re n ’s  d if f ic u lt ie s  m ig h t im p a c t
o n  th e  c h ild re n  th e m s e lv e s  a n d  w o u ld  s o m e tim e s  re s u lt  in  b e h a v io u r  th a t o th e rs
m ig h t  te rm  a s  n a u g h ty :
‘...he  w asn ’t be ing  a  naughty  boy , he ....’ .
T h e y  p e rc e iv e d  th e ir  c h ild re n  a s  s o m e tim e s  b e h a v in g  in  o n e  w a y  w h ile  fe e lin g
a n o th e r :  ’
‘...he m anages to rea lly  ho ld h im se lf toge the r rea lly w e ll...’; ‘...it seem s tha t 
he ’s  laugh ing a t you ’; ‘. . .and  he ’s  no t, he ’s  sca red ’.
T h e  p a re n ts  o b s e rv e d  th e ir  c h ild re n ’s  b e h a v io u r c lo s e ly  in  o rd e r to  b e  a b le  to  
in te rp re t th e ir  n e e d s :
'(o b s e rv in g  S a m ’s  m o v e m e n ts ) . . .  do  you w an t pooh , pooh? ’.
T h e y  p e rc e iv e d  th e m s e lv e s  a s  u n d e rs ta n d in g  th e ir c h ild re n  b e tte r th a n  o th e r  
p e o p le :
‘W e ll w e know  Sam  be tte r than anybody  e lse ... ’
b u t w e re  s t i l l in f lu e n c e d  b y  th e  in te rp re ta t io n  o f  th e ir  b e h a v io u r  b y  p ro fe s s io n a ls :
7  th ink  it ’s  a ffec ted  how  w e ’ve dea lt w ith  th ings ’.
T h e y  e x p e r ie n c e d  th is  e f fe c t a s  a  p re s s u re  to  ‘push ’ th e ir  c h ild re n  to  w o rk  o n  
s k il ls  th a t  th e  p a re n ts  m ig h t n o t h a v e  fo c u s e d  o n  o th e rw is e :
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‘B ecause we were push ing th ings so hard on the prem ise tha t he ’d go t
au tism .
T h is  h a d  c a u s e d  th em  to  a c t in  w a y s  th a t d id  n o t a lw a y s  fe e l n a tu ra l to  th e ir  
p a re n tin g  s ty le :
‘I ’ve  been ve ry  tough on h im ’.
S om e  o f th e  p a re n ts  p e rc e iv e d  th e ir  o r ig in a l b e lie fs  in  th e  ‘n o rm a lity ’ o f th e ir  
c h ild re n  a s  h a v in g  la te r b e e n  a c c e p te d  b y  p ro fe s s io n a ls . T h is  th e n  le d  to  a  
le s s e n in g  o f p ro fe s s io n a l c o n tro l. T h is , in  its  o w n  w a y , w a s  a ls o  e x p e r ie n c e d , 
h o w e v e r , b y  th e  p a re n ts , a s  u n s e tt l in g :
‘N ow  you k ind o f th ink we ll tha t’s rea lly w ha t we thought a ll a long , tha t now  
because o f w ha t you ’ve to ld us, we ’re th ink ing , we though t a t firs t a re you  
back ing  o ff too  m uch ’.
W ith in  th e  c o u p le s , th e  p a re n ts id e n tif ie d  e a c h  o th e r a s h a v in g  d if fe re n t  
e x p e r ie n c e s  o f  a n d  k n o w le d g e  a b o u t  th e ir  c h ild re n :
‘W e ll, you  know  be tte r than m e  p robab ly ’.
T h e y  id e n tif ie d  th e ir  k n o w le d g e  a s  c o m in g  f ro m  a n  e m o t io n a l b a s is , a  s o r t o f  a  
b o n d  w ith  th e ir  c h ild re n  th a t c re a te d  a  s e n s e  o f  c e r ta in ty :
‘...I fe lt it and  a lw ays  knew  it’.
T h is  e n a b le d  th e m  to  fe e l c o n fid e n t  w ith  p re d ic t in g  fu tu re  d e v e lo p m e n t:
‘W e a lw ays sa id  w hen h is  language was the re  he w ou ld  be  fine ’.
T h e  p a re n ts  e x p e r ie n c e d  u n c e r ta in ty  w h e n  e v a lu a tin g  th e  e f fe c t o f th e ir  in p u t 
in to  th e ir  c h ild re n ’s  le a rn in g :
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‘I don ’t know  if  he  know s it because  I’ve  done tha t... ’.
W h e n  th e ir c h ild re n  b e h a v e d  u n e x p e c te d ly  w ith  s tra n g e rs  a n d  d e m o n s tra te d  
u n fo re s e e n  s k il ls , b e y o n d p a re n ts ’ e x p e c ta t io n s , th is  w a s d e s c r ib e d a s a  
p o s it iv e  a n d  p ro u d  e x p e r ie n c e :
‘A nd  he  jus t d id  it’.
P ro fe s s io n a ls  w e re  s e e n  a s  b e in g  ‘r ig id ’ in  th e ir in te rp re ta t io n  o f b e h a v io u r ,  
a p p ly in g  te x t b o o k  th e o ry  ra th e r  th a n  lis te n in g  to  th e  p a re n ts  o r  th e  c h ild re n :
‘. . .it ’s  a  ve ry  rig id  w ay  o f go ing  abou t th ings  w ithou t tak ing  accoun t... ’.
T h e  p a re n ts  s a w  th e m s e lv e s  a s  s o u rc e s  o f e x p e r t k n o w le d g e  o n  th e ir  c h ild re n  
th a t  c o u ld  b e  u s e d  to  s u p p o r t p ro fe s s io n a ls :
‘W e had  to  rea lly  w o rk  ha rd  w ith  the  nu rse ry ... ’.
H o w e v e r , th is  in fo rm a t io n  w a s  n o t th o u g h t o f  a s  v a lu e d  b y  a ll p ro fe s s io n a ls :
‘. . .you ’re  pa ren ts , you  don ’t know  anyth ing ’.
T h e  p a re n ts  o b s e rv e d  b e h a v io u r in  th e ir c h ild re n  th a t c h a lle n g e d  g e n e ra lly  
a c c e p te d  th e o r ie s  o n  a u tis m :
‘...con tra ry to  the s te reo type where  you ’re  no t supposed  to ... ’; ‘...been a b it o f 
a s trugg le  fo r m e w ith  buy ing  in to  th is ... ’
b u t  to  q u e s t io n  a u th o r ity  in  th is  w a y  s o m e t im e s  fe lt l ik e  ‘be ing  bad .
T h e  p a re n ts  b e lie v e d  th e y  c o u ld  fre q u e n t ly  in te rp re t s u c c e s s fu lly  w h a t th e ir  
c h ild re n  w e re  fe e lin g , o f te n , b u t n o t a lw a y s :
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‘...it gave h im  deep  joy ...’} ‘It ’s  a d ifficu lt one tha t ( s o m e t im e s  w o rk in g  o u t w h a t 
h e  fe e ls ) '.
P ro fe s s io n a ls  w e re  p e rc e iv e d  a s  m a k in g  ju d g m e n ts  b a s e d  o n ly  o n  a  ‘s n a p s h o t ’ 
o f  th e  c h ild re n ’s  a b il i t ie s . T h e y  w e re  n o t v ie w e d  a s  u n d e rs ta n d in g  th e  c o n te x ts  
in  w h ic h  th e  c h ild re n  w e re  o p e ra tin g :
‘...tha t isn ’t ev iden t in  a tes t s itua tion ’; ‘...w e know  m ore about m y background, 
h is  backg round ’.
R e a lly  k n o w in g  th e  c h ild  w a s  fe lt  to  b e  c r it ic a lly  im p o rta n t:
‘. . .ge t to  know  Todd  and  how  he w orks ’.
T h e  p a re n ts  d id  n o t fe e l ‘e x p e r t ’ a l l o f  th e  t im e :
7  don ’t unde rs tand, nobody  unde rs tands...’.
W h a t to  te a c h  a n d  h o w  th is  w o u ld  b e  e x p e r ie n c e d  b y  th e ir c h ild re n  w a s  
c o n fu s in g :
‘W e don ’t know  w ha t to  teach h im , how  to  teach  h im ’.
E d u c a to rs  w e re  n o t p e rc e iv e d  a s  n e e d in g  to  k n o w  a  lo t a b o u t a u t is m  in  o rd e r  to  
b e  e f fe c t iv e ; p a r t ic u la r  p e rs o n a l q u a lit ie s  w e re  v a lu e d  a s  m o re  im p o r ta n t :
‘...tha t’s  jus t p la in , obv ious , ca ring  log ic ...there  in  lo ts  o f peop le ’.
T h e  c h ild re n ’s  b e h a v io u r w a s  o b s e rv e d  a n d  a n a ly s e d  b y  th e  p a re n ts  in  e v e ry
c o n te x t :
‘A nd  like  today  he ’s  been  to  M acDona ld ’s ’.
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A lth o u g h  a t t im e s  c o n fu s e d  b y  th e ir  c h ild re n ’s  b e h a v io u r , th e  p a re n ts  p e rc e iv e d  
th e m s e lv e s  a s  k n o w in g  th e ir  c h ild re n  b e tte r  th a n  a n y o n e  e ls e . T h e y  fe lt th e y  
u n d e rs to o d  th e ir  c h ild re n ’s  f ra m e s  o f re fe re n c e  a n d  c o u ld  in te rp re t , f ro m  th is ,  
th e ir c h ild re n ’s m o t iv a t io n s a n d in te n tio n s . T h e  p a re n ts d id n o t fe e l th is  
k n o w le d g e  w a s  e ith e r re c o g n is e d  o r u t i l is e d  b y  p ro fe s s io n a ls . T h e  p a re n ts  
v a lu e d  m o re  o th e rs  w a n t in g  to  k n o w  th e  c h ild  th a n  p ro fe s s io n a ls  h a v in g  
e x p e r t is e  o n  a u t is m . T h e  p a re n ts  s a w  th e ir  o w n  e x p e r t is e  a s  a r is in g  o u t o f  th e ir  
e m o tio n a l b o n d s  w ith  th e ir c h ild re n  b u t fe lt th a t p ro fe s s io n a ls  s a w  th is  a s  a  
w e a k n e s s  ra th e r  th a n  a  s tre n g th .
T h is  c h a p te r h a s  re c o rd e d  h o w  th e  p a re n ts  id e n t if ie d  th a t th e y  h a d  b e c o m e  
e x p e r ts  o n  th e ir c h ild re n  th ro u g h  c o n s ta n t o b s e rv a tio n  a n d  a n a ly s is  o f th e ir  
b e h a v io u r . A lth o u g h  th e y  f re q u e n tly  u s e d  th is  k n o w le d g e  to  a c t a s  in te rp re te rs  
fo r th e ir c h ild re n , th e p a re n ts  fe lt th a t th is  e x p e r t is e  w a s n o t g e n e ra lly  
a c k n o w le d g e d  b y  p ro fe s s io n a ls . T h e  la b e l o f a u t is m  c re a te d  c o n fu s io n  w ith in  
th e  p a re n ts  a n d  le s s e n e d  th e ir  c o n fid e n c e  in  th e ir  e x p e r t is e  in  re la t io n  to  th e ir  
c h ild re n . In te lle c tu a lly  th e y  b e g a n  to  s e e  th e  lite ra tu re  a n d  p ro fe s s io n a l o p in io n  
a s  m o re  e x p e r t b u t e m o t io n a lly  th e y  s t i l l c h a lle n g e d  id e a s  fo u n d  w ith in  th e s e . 
S u g g e s t io n s  m a d e  b y  p ro fe s s io n a ls  o r fo u n d  w ith in  th e  lite ra tu re  th a t d id  n o t 
h a rm o n is e  w ith  th e  p a re n ts ’ u n d e rs ta n d in g  o f th e ir c h ild re n  w e re , s o o n e r o r  
la te r , re je c te d in fa v o u r o f th e p a re n ts ’ in te rp re ta t io n o f th e ir c h ild re n ’s
b e h a v io u r .
T h e  n e x t c h a p te r  w il l n o w  d e s c r ib e  h o w  th e  d ia g n o s is  o f  a u t is m  im p a c te d  u p o n  
re la tio n s h ip s  w ith in  th e  fa m il ie s  a n d  a ls o  w ith  fr ie n d s , c o lle a g u e s  a n d  w id e r  
s o c ie ty .
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Brotherly love
P o s it iv e  in te ra c t io n s , s u c h  a s p la y in g  to g e th e r o r d e m o n s tra t in g  a ffe c t io n , 
b e tw e e n  s ib lin g s  w e re  v a lu e d  a n d  e n c o u ra g e d  b y  th e  p a re n ts :
‘A h , look  a t h im , tha t’s  n ice ’.
S h a r in g  w a s  ta u g h t:
‘B illy  is  hav ing  ago ...’
a n d  s ib lin g s  w e re  re m in d e d  to  th in k  a b o u t  e a c h  o th e r :
‘W ha t w as B illy  (a t  th e  fa n c y  d re s s  p a r ty )? '.
N e g a tiv e  in te ra c t io n s , s u c h  a s  p h y s ic a l a g g re s s io n , w e re  p u n is h e d  a n d  p a re n ts  
in te rv e n e d  to  re c t ify  th e  s itu a t io n  a n d  to  te a c h  s tra te g ie s  fo r  re p a ra t io n :
‘S am , naugh ty , say  so rry  to  B illy ’.
H a rm o n y  b e tw e e n  s ib lin g s  w a s  v a lu e d  b u t th e  p a re n ts  a ls o  id e n t if ie d  th e  
p re s s u re s  th a t th e ir  c h ild re n  s o m e t im e s  p u t o n  e a c h  o th e r :
B illy  is  a lw ays w an ting w ha t he ’s  go t’.
S ib lin g s , e v e n  if  th e y  w e re  th e  y o u n g e r  c h ild , w e re  id e n tif ie d  a s  a  re s o u rc e  fo r  
e n c o u ra g in g  th e  d e v e lo p m e n t o f  th e  c h ild  w ith  a u t is m :
7  fee l espec ia lly  w ith B illy  as we ll he ’s gonna ge t constant in te rac tion ...’ ; ‘H e  
w ill w a tch , he w ill w a tch’ ; ‘...she has pu t he r own e ffo rt qu ite  a lo t...ta i k ing to  
h im ...try ing to teach h im ...’ ; ‘ ...I fee l so happy because when they ’re  p lay ing  
w ith  each o the r he w ill lea rn  som eth ing  from  Teresa ’.
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S k il ls  le a rn e d  a t h o m e  th ro u g h  s ib lin g  p la y , s u c h  a s  s h a r in g , w e re  s e e n  a s  
b e in g  t ra n s fe rre d  to  s c h o o l:
‘...he ’ll a lso  do  the sam e th ings to  h is  friends  a lso  a t the schoo l...’
b u t s ib lin g s  w e re  a ls o  s e e n  a s  p o te n tia l ly  h in d e r in g  th e  d e v e lo p m e n t o f n e w  
s k il ls  b y  d o in g  to o  m u c h  fo r  th e ir  b ro th e rs :
‘...so  she w as do ing  m any th ings  fo r h im  so  tha t w as ou r conce rn ’.
E v e n  th o u g h  th e ir  y o u n g e r  c h ild  w ith o u t a u t is m  m ig h t s u rp a s s , in  s o m e  a re a s  o f  
d e v e lo p m e n t, th e s k il ls o f th e o ld e r c h ild , th e p a re n ts m a in ta in e d th e  
e x p e c ta tio n  o f  th e  ro le  o f  th e  o ld e r  c h ild :
'( to  y o u n g e r  c h ild ) . . .by  you r b ig  b ro the r a t tim es , don ’t you ... ’ ; ‘H e ’s  ve ry  k ind  to  
B illy  and  he  know s w ha t to  do  to  look  a fte r h im ’.
H a v in g  a  y o u n g e r c h ild  w ith o u t a u tis m  c a u s e d  J o h n  a n d  M a r ie  to  re -e v a lu a te  
th e  e a r ly  d e v e lo p m e n t o f  th e ir  c h ild  w ith  a u t is m :
‘...now we have seen the d iffe rence in B illy ’s deve lopm en t than Sam ’s  
...w e ...no tice  w ha t B illy  does tha t Sam , even a t h is  age s till does no t do ’.
F o r R a c h e l a n d  B o b , w h o  o n ly  h a d  th e  o n e  c h ild , th e  d ia g n o s is  w a s  p e rc e iv e d  
a s  a  re a s o n  fo r  n o t h a v in g  fu r th e r  c h ild re n :
7  k ind o f though t tha t I w ou ld like to have th ree ch ild ren , bu t it ’s ou t o f the  
question ’.
T h e  th o u g h t o f  b e in g  p re g n a n t a g a in  g e n e ra te d  fe e lin g s  o f  fe a r :
‘...I w oke up  nearly  c ry ing . I had  pa lp ita tions and  eve ry th ing ’.
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T h e y  p re d ic te d  th a t h a v in g  a  c h ild  w ith  a u tis m  a s  a n  o ld e r  b ro th e r  w o u ld  b e  a  
n e g a t iv e  e x p e r ie n c e  fo r  a  s ib lin g :
‘Todd ’s  ha rd ly  go ing  to  be  a  g rea t b ig  b ro the r, is  he? ’
a n d  h a v in g  m o re  c h ild re n  w o u ld  m a k e  life :
‘...even  m ore  ru ined  than it is ’.
T h e re  w e re , h o w e v e r , b e n e f its  p e rc e iv e d  f ro m  b e in g  p a r t  o f  a  sm a ll fa m ily :
‘...w e  can go  ou t and  do  m ore th ings ...’.
W h e re  th e re  w e re  s ib lin g s  th e  c h ild  w ith  a u t is m  w a s  fe lt to  h a v e  a  ‘s ib l in g  
re la t io n s h ip ’ . T h is  w a s  e v id e n c e d  b y  th e  p a re n ts  th ro u g h  s to r ie s  o f  th e  c h ild re n  
d e fe n d in g  e a c h  o th e r  w h e n  in  t ro u b le :
“ ‘M umm y, say so rry to Teresa ”...’ (c h ild  w ith  a u t is m  re b u k in g  h is  m o th e r o n  
b e h a lf  o f  h is  s is te r ) .
U p s e t c a u s e d  to  th e  p a re n ts  b y  th e  d ia g n o s t ic  p ro c e s s , w a s  v ie w e d  a s  a ls o  
a f fe c t in g  s ib lin g s :
‘S he w as w orried  in  the sense because we were  w orried ...’.
T e re s a  p e rc e iv e d  h e r b ro th e r a s , ‘...ac ting like a no rm al ch ild ’. S h e  o b s e rv e d  
a n d  a n a ly s e d  h e r  s ib lin g ’s  b e h a v io u r :
‘...he learn t it rea lly  fas t from  the o the r ch ild ren ’.
S ib lin g s  w e re  a  s o u rc e  o f  c o m fo r t  to  p a re n ts :
‘S he d idn ’t show  it m uch ...she  was com fo rting  m e ra the r than I... ’.
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In  th e  tw o  fa m il ie s  w h e re  th e re  w e re  m o re  th a n  o n e  c h ild , re la t io n s h ip s  b e tw e e n  
th e  s ib lin g s  w e re  h ig h ly  v a lu e d  b y  th e  p a re n ts . T h e  c h ild re n  w e re  s e e n  a s  
g a in in g  f ro m  e a c h  o th e r . In  th e  fa m ily , h o w e v e r , w h e re  th e  c h ild  w ith  a u tis m  w a s  
th e  o n ly  c h ild , h a v in g  a  s ib lin g  w ith  a u t is m  w a s  s e e n  a s  a  p o te n t ia l ly  n e g a t iv e  
e x p e r ie n c e .
Is this inherited?
T h e  q u e s t io n  o f  w h e th e r  a u t is m  w a s  a n  in h e r ite d  c o n d it io n  w a s  e x p e r ie n c e d , b y  
th e  p a re n ts , a s a c o n fu s in g o n e . T h e p a re n ts re c o g n is e d b e h a v io u ra l 
c h a ra c te r is t ic s  in  th e ir c h ild re n  th a t w e re  a ls o  p a r t o f th e m s e lv e s  a n d  fe lt  
u n c e r ta in ty  o v e r  w h e th e r  o r  n o t th e y  to o  h a d  a u t is m . T h e ir  o w n  b e h a v io u r  w a s  
re -e v a lu a te d  a n d  a n a ly s e d  a g a in s t th e  c r ite r ia  o f a u tis m  a n d  s o  w a s  th e  
b e h a v io u r  o f  o th e r  fa m ily  m em b e rs :
‘...so  tha t e ithe r m akes m e and  m e D ad  s ligh tly  au tis tic ...’.
P a re n ts re v is ite d th e ir o w n p a s t e x p e r ie n c e s a n d th o s e o f o th e r fa m ily  
m em b e rs , re -e v a lu a t in g  th e m  fo r e v id e n c e o f b e h a v io u r th a t c o u ld b e  
c h a ra c te r is t ic  o f a u tis m  o r  fo r  e x a m p le s  o f in h e r ite d  b e h a v io u r th a t m ig h t m im ic
b e h a v io u rs  a s s o c ia te d  w ith  a u t is m :
‘...the re  was a de lay w ith  m y speech ’-, ‘...m y  s is te r ’s  daugh te r...she had  k ind  o f 
s im ila r p rob lem s ’-, ‘O ne o f m y unc les s ta rted ta lk ing la te ...’-, ‘P robab ly I m igh t
have had  a  b it o f au tis tic  fea tu res w hen I w as a ch ild ’.
T h e  p a re n ts  q u e s t io n e d  w h e th e r th e ir c h ild re n ’s  b e h a v io u ra l c h a ra c te r is t ic s  
w e re  ju s t a s p e c ts  o f  th e ir  p e rs o n a lity  o r  id e n t if ie rs  o f  a u t is m . T h e ir  c h ild re n  w e re
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p e rc e iv e d  a s  u n iq u e  in d iv id u a ls  w ith  th e ir o w n  a s p e c ts  o f p e rs o n a lity  th a t th e  
p a re n ts  c o u ld  n o t a lw a y s  re c o g n is e  in  th e m s e lv e s :
‘W h ile , w hen I w as a ch ild  I ’d  have been a b it w a ry o f p lay ing w ith o the r k ids  he  
was s tra igh t in ... ’.
T h e  p a re n ts  d id  n o t s e e  th e m s e lv e s  a s  h a v in g  ‘causecT  th e  a u t is m :
‘...w e don ’t th ink  anyth ing  w ha t w e have done , o r w e haven ’t done ,.has caused  
th is  you  know ...’
b u t th e y  d id  fe e l a s  th o u g h  th e ir  o w n  b e h a v io u r m ig h t h a v e  s o m e t im e s  a f fe c te d  
d e v e lo p m e n t:
‘...w e d id th ings fo r h im ... (w e  th o u g h t)  he can ’t speak so le t’s he lp h im  by  
do ing it fo r h im ’.
O n c e  th e ir  c h ild  w a s  d ia g n o s e d  a s  h a v in g  a u t is m  th e  p a re n ts  re -e v a lu a te d  th e ir  
o w n  d e v e lo p m e n t a n d  a ls o  th a t o f o th e r  fa m ily  m em b e rs . T h e  p a re n ts  b e g a n  to  
lo o k  fo r  in d ic a to rs  th a t m ig h t e x p la in  w h e re  th e  a u tis m  h a d  c o m e  fro m . T h is  le d , 
a t t im e s , to  a  g re a te r u n d e rs ta n d in g  o f w h y  s o m e  fa m ily  m em b e rs  b e h a v e d  a s  
th e y  d id  a n d  in  tu rn  w a s  s e e n , b y  th e  p a re n ts , a s  a ls o  p ro v id in g  in s ig h t in to  th e ir  
o w n  c h ild re n . W h ile  th e  p a re n ts  fe lt th a t th e y  w o u ld  g e n e t ic a lly  h a v e  g re a t ly  
in f lu e n c e d  th e ir  c h ild re n  th e y  a ls o  c o n s id e re d  th em  to  b e  in d iv id u a ls  w ith  th e ir  
o w n  u n iq u e  p e rs o n a lity  a n d  g e n e t ic  ‘m a k e u p ’ .
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Working together
T h e  ro le  o f p a re n tin g  w a s  e x p e r ie n c e d  a s  a  jo in t p ro je c t : We bo th were ’. B o th  
p a r tn e rs e x p e r ie n c e d th e p o s it iv e s a n d n e g a t iv e a s p e c ts o f p a re n t in g .  
In d iv id u a l id e n t it ie s  w e re  s o m e tim e s  m e rg e d  th ro u g h  s h a re d  th in k in g :
We were on the ve rge o f; ‘I th ink w e ’ve a lw ays fe lt...’; ‘I can ’t say we have  
actua lly  consc ious ly  thought tha t... ’.
A t th e  s a m e  t im e  p a re n ts  m a in ta in e d  th e ir  in d iv id u a lity  w ith in  th e  re la t io n s h ip .  
T h e y  id e n tif ie d  e a c h  o th e r  a s  h a v in g  d if fe re n t k n o w le d g e :
7  th ink, tha t’s  fa ir to  say , isn ’t it? ’
a n d  a s  h a v in g  d if fe re n t ro le s  w ith in  th e  re la t io n s h ip :
‘I ’m  a  k ind  o f bu ffe r ro le ’.
D if fe re n t a p p ro a c h e s  w e re  re g a rd e d  a s  c o m p lim e n t in g  e a c h  o th e r :
7  k ind  o f say , ‘W e ll m aybe, ”  and  then she ca lm s down a  b it... ’.
W ith in  c o u p le s , th e  p a re n ts  p e rc e iv e d  th e m s e lv e s  a s  e x p e r ts  o n  e a c h  o th e r :
‘John w ill know  lam ., .s tubbo rn  a ren ’t I? ’.
T h e y  s o u g h t c o n firm a t io n  o f th e ir  o w n  p e rc e p tio n s  o f th e ir  c h ild re n  fro m  e a c h
o th e r :
‘...the re  is  a  lo t m ore  to  en joy  abou t h im , isn ’t the re? ’
a n d  re in fo rc e d  e a c h  o th e r  w ith  b e h a v io u ra l s t ra te g ie s :
(M a r ie ) : ‘N o  push ing ’. (J o h n ) ; ‘Tha t’s  naugh ty’ .
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A ls o  w ith  th e  re c a ll o f  in fo rm a tio n :
(M a r ie ) : ‘A ll they ’ll do now Is in troduce h im to the... ’, (J o h n ); ‘C h ild  
Psycho log is ts ’.
T h e  p a re n ts  a ls o  p ro v id e d  re a s s u ra n c e  fo r  e a c h  o th e r :
‘bu t look  a t w ha t he ’s  tack led  up to  now ’.
T h e y  s a w  th e m s e lv e s  a s  u n ite d  a g a in s t p ro fe s s io n a ls :
(R a c h e l) : . . . 'w e  rea lly  had  to , rea lly , rea lly , s tand  ou r g round ’; (B o b ) : ‘S tand ou r 
ground , yeh . ’.
T h e y  w e re  ‘p a r tn e rs h ip s ’ a n d  p e rc e iv e d  th e m s e lv e s  a s  th e  o n ly  o n e s  w h o  re a lly  
u n d e rs to o d  th e  e x p e r ie n c e  o f  p a re n t in g  th e ir  c h ild re n :
‘The re ’s  on ly  one  pe rson  (h u s b a n d )  I w an t to  ta lk  to  abou t Todd ’.
L o v e  fo r th e ir c h ild re n  w a s fe lt to  b e a c ru c ia l e le m e n t o f th e  p a re n ts ’ 
p a r tn e rs h ip s :
‘...the re ’s  on ly  m e and  Bob tha t love  h im  like  w e do ...’.
T h e  fa m ily  re la t io n s h ip  w a s  e x p e r ie n c e d  a s  v e ry  ‘p o w e r fu l’ . T h e  p a re n ts  d re w  
s u p p o r t f ro m  e a c h  o th e r :
‘. . .h is  love fo r Todd  is  ac tua lly  a  constan t p illa r as  w e ll fo r m e ’.
E v e n  b e in g  a t  w o rk , fo r  o n e  fa th e r , fe lt l ik e  m is s in g  o u t :
7  don ’t like  be ing  away and  m iss ing  ou t... ’.
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T h e  c h ild re n ’s  b e h a v io u r  w a s  id e n t if ie d  a s  h a v in g  s o m e  n e g a t iv e  im p a c ts  o n  th e  
p a re n ts ’ re la t io n s h ip s :
7  jus t go  in  h is  ( c h ild ’s )  bed . It’s  eas ie r tha t way ’.
W ith in  th e  p a r tn e rs h ip  p a re n ts  s o m e tim e s  h a d  d if fe re n t a p p ro a c h e s  to  th e  
d ia g n o s is  o f  a u t is m :
‘S he ’s  ex trem e iy  pos itive ...the on ly ...doub ting  Thom as is  on ly  m e ’; ‘H e w an ted
to  know  m ore abou t au tism . I don ’t w an t to ...’.
T h is  w a s  th e n  e x p e r ie n c e d  a s  ‘d ifficu lt'.
‘It w as a  d ifficu lt pe riod ’.
S h a r in g  a  c h ild  w ith  a u t is m  w a s  s e e n  a s  a  u n iq u e  e x p e r ie n c e  w h ic h  o n ly  th e  
p a re n ts  c o u ld  u n d e rs ta n d . A lth o u g h  th e y  s a w  th e m s e lv e s  a s  b r in g in g  d if fe re n t 
a b il it ie s  to  th e  e x p e r ie n c e  th e  p a re n ts  p e rc e iv e d  th e  a c t o f  p a re n tin g , la rg e ly , a s  
a  u n ify in g  e v e n t th a t p o s it io n e d  th e m  a n d  th e ir  c h ild re n  a g a in s t th e  re s t o f th e  
w o r ld . T h e  d ia g n o s t ic  p ro c e s s  a ls o  le d , h o w e v e r , to  d iv is io n  b e tw e e n  th e  
p a re n ts  a s  th e y  c am e  to  a n  u n d e rs ta n d in g  o f  it  in  d if fe re n t w a y s .
Living a normal family life
F am ily  l i fe  w a s  e x p e r ie n c e d  b y  th e  p a re n ts  a s  ‘n o rm a l’ a n d  th e y  p e rc e iv e d  th e  
b e h a v io u r  o f  th e ir  c h ild re n ’s  b e h a v io u r  a s  g e n e ra lly  ‘n o rm a l’ :
‘. . .jus t k ids  rea lly  isn ’t it? ’.
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T h e  p a re n ts  a c c e p te d  a n d  v a lu e d  th e ir  c h ild re n  fo r  w h o  th e y  w e re :
We don ’t rea lly , It’s  jus t Sam  rea lly , to  be  honest... ’.
W ith in  th e  fa m ily  th e  c h ild re n  w e re  g iv e n  re s p o n s ib il i t ie s :
‘S am , can  you w a tch B illy  fo r m e? ’.
F am ily  re la t io n s h ip s  w e re  v a lu e d  a n d  e n c o u ra g e d . L o o k in g  a f te r m em b e rs  o f 
th e  fa m ily  w a s  a  p r iz e d  a c t iv ity :
‘H e ’s  ve ry  respons ib le , he  looks a fte r B illy ... ’.
T h e  p a re n ts  e x p e r ie n c e d  a d a p ta tio n s  to  m e e t th e  p a r t ic u la r n e e d s  o f th e ir  
c h ild re n  a s  ju s t n o rm a l, ty p ic a l o f  fa m ily  l i fe :
‘...cos ’ tha t’s  jus t no rm a l p rac tice , isn ’t it, as a fam ily? ’-, ‘...they ’re  jus t no rm a l 
s tra teg ies ’.
T h e  p a re n ts  v ie w e d  th e m s e lv e s a s s im p ly  c a rry in g  o u t e x p e c te d  p a re n ta l 
a c t iv ity :
7  don ’t th ink w e ’ve  done anyth ing  tha t o the r pa ren ts  w ou ldn ’t have though t o f...’
P ro fe s s io n a l o p in io n  th a t s u p p o r te d  th e  n o t io n  o f  ‘n o rm a lity ’ w a s  w e lc o m e d :
'(P ro fe s s io n a l s a id ) “That’s  4  yea r o lds isn ’t it” ( ra th e r  th a n , ‘th a t is  ty p ic a l o f a  
c h ild  w ith  a u t is m ’)  And  tha t w as so  love ly  fo r m e to  hear tha t... ’.
A d a p t in g  fa m ily  l i fe  to  a c c o m m o d a te  th e ir  c h ild re n ’s  b e h a v io u r  h a p p e n e d  a lm o s t  
im p e rc e p t ib ly :
We p robab ly  d idn ’t rea lise w e were  adapting  bu t w e w ere ...’.
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S tre s s  c a m e  n o t f ro m  m a n a g in g  fa m ily  l i fe  b u t f ro m  o u ts id e  th e  fa m ily :
‘The b iggest s tress was when the world cam e tum b ling down on us and we  
were  be ing to ld  te rrib le  th ings ...’.
T h e  p a re n ts  p e rc e iv e d  th e m s e lv e s  a s  ‘p resen ting ' th e ir  fa m ily , a s  a  fa m ily  w ith  a  
d is a b le d  c h ild , to  th e  o u ts id e  w o r ld :
‘. . .now  we  p resen t ou rse lves as th is  fam ily  because  it ’s  no t a  secre t... ’.
F e w e r o p p o r tu n it ie s  w e re  fe lt to  e x is t fo r th e ir c h ild re n  to  e x p e r ie n c e  b e in g  
in d e p e n d e n t f ro m  th e  fa m ily . T h e  p a re n ts  p e rc e iv e d  th a t th e y  n e e d e d  to  k e e p
th e ir  c h ild re n  c lo s e  to  th e m :
‘W e w ou ld  have been leaving  h im  w ith  o the r ch ild ren ...‘W e ’re  the secu rity  tha t 
he rea lly  needs rea lly  so we tend to do eve ry th ing rea lly  in a th reesome ’; ‘N o t 
everybody  is  a ll ve ry  com pass iona te  and  ca ring  abou t d isab led  peop le ’.
T h is  is o la t io n  w a s  e x a c e rb a te d  b y  th e  c h ild re n  m is s in g  o u t o n , w h a t th e  p a re n ts  
s a w  a s , s o m e  a s p e c ts  o f  ‘n o rm a l ’ c h ild h o o d  e x p e r ie n c e :
‘H e ’s  no t ge tting  the sam e leve l o f th ings  happen ing  a fte r schoo l... ’.
T h e  p h y s ic a l e n v iro n m e n t o f th e  h o m e  w a s  s o m e t im e s  s e e n  a s  e n c o u ra g in g
a u tis t ic  b e h a v io u r :
‘It ’s  h is  h ive  o f hab its ... ’.
T h e  p a re n ts  fe lt u n d e r p re s s u re  to  c o n fo rm  to  n o rm a l s o c ia l ru le s  e v e n  w h e n  
th e s e  d id  n o t fe e l a p p ro p r ia te :
‘. . .o the r pa ren ts .. .expect a t leas t som e.. .fo rm a l redress ... ’.
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A lth o u g h  th e  p a re n ts  w o r r ie d  a b o u t th e ir  c h ild re n  th e y  s a w  th is  a s  p a r t o f  n o rm a l 
fa m i ly  l i fe :
‘M os t pa ren ts  w orry  abou t the ir ch ild ren ’.
T e a c h e r  fe e d b a c k  w a s  p e rc e iv e d  a s  b e in g  g iv e n  m o re  fre q u e n t ly  fo r c h ild re n  
w ith  im p a irm e n ts  a n d  th is  c o u ld  b e  s tre s s fu l:
7  neve r asked the c lass teache r how  he is ...I don ’t w an t to hear w ha t she is
go ing  to  say ... ’.
H o w e v e r , s o m e  s p e c ia l a t te n t io n , fo r  th e  c h ild re n , w a s  re g a rd e d  p o s it iv e ly :
‘...qu ite  positive  because it ’s  spec ia l a tten tion o ff a  spec ia lis t’.
A u t is m  in te rv e n t io n s  in  th e  h o m e  w e re  p e rc e iv e d  a s  c o n tra ry  to  ‘o rd inary  life 1 '.
‘Y ou ’re hav ing you r o rd ina ry life ...you don ’t w an t to be reg im en ted w ith an  
orde red  sys tem ... ’
b u t a u t is m  w a s  n o t fe lt  to  b e  a  b a rr ie r  to  e n g a g in g  w ith  fa m ily  a c t iv it ie s :
‘W e can  jus t take ou rse lves o ff anywhere ’.
W ith in  th e  h o m e  e n v iro n m e n t th e  p a re n ts  s a w  fa m ily  l i fe  a s  g e n e ra lly  ‘n o rm a l’ . 
O n ly  w h e n  th e  fa m ily  h a d  to  e n g a g e  w ith  th e  o u ts id e  w o r ld  d id  th e y  fe e l 
‘d if fe re n t ’ . D if fe re n c e  w a s n o t s o m e th in g  th a t th e  p a re n ts  fe lt w a s  u s u a lly  
a c c e p te d  b y  o th e rs  a n d  s o , a t t im e s , th e y  fe lt c o m p e lle d  to  a c t in  w a y s  th a t d id  
n o t fe e l a p p ro p r ia te  fo r  th e ir  s itu a tio n , in  o rd e r  to  a c c om m o d a te  th e  a t t i tu d e s  o f
o th e rs .
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Family, colleagues and friends
Fam ily
T h e  p a re n ts  id e n tif ie d  th a t fa m ily  m em b e rs  w e re  a ls o  a f fe c te d  b y  th e  d ia g n o s t ic
p ro c e s s :
‘...because she used  to  w orry  about h im  as  m uch as I do  ha lf the tim e ’
C om m e n ts  fro m  fa m ily  m em b e rs , w h o  s e e m e d  to  s u p p o r t th e  d ia g n o s is  o f 
a u t is m , w e re  u n w e lc o m e  a n d  g a v e  r is e  to  re s e n tm e n t:
7  don ’t w an t to  hea r tha t from  you ...’ ( re fe r r in g  to  w h a t M a r ie  th o u g h t w h e n  h e r  
s is te r  a p p e a re d  to  b e  a g re e in g  w ith  th e  p ro fe s s io n a l v ie w p o in t) .
S im ila r ly , c o m m e n ts  th a t s e e m e d  to  d is c o u n t p a re n ta l c o n c e rn s , w ith o u t d u e  
c o n s id e ra t io n , w e re  a ls o  fe lt  to  b e  u n s u p p o r t iv e :
‘...w he the r she w as try ing  to  conso le ...’.
F am ily m em b e rs , w h o to o k a ‘re a lis t ic ’ v ie w p o in t a n d re c o g n is e d th e  
im p a irm e n t, if  n o t th e  la b e l, w e re  s e e n  a s  m o re  h e lp fu l:
‘...she w as qu ite  supportive to  bo th  o f us ...’.
T h e  p a re n ts  p re fe r re d  n o t to  te ll s o m e  o f th e  fa m ily  a b o u t th e  d ia g n o s is  o f
a u t is m :
‘. .. w hy  shou ld  w e te ll a ll ou r dea r and  nea r ones... ’
a n d  t r ie d  to  ‘h id e ’ th e  la b e l o f  a u t is m  w h e re  p o s s ib le :
‘. . . ( th e  s p e e c h  p ro b le m ). . .tha t’s  som eth ing  w e can ’t h ide ... ’.
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T h is  w a s  d o n e  th ro u g h  c o n c e rn  th a t k n o w in g  a b o u t th e  d ia g n o s is  m ig h t a f fe c t  
h o w  fa m ily  a n d  f r ie n d s  p e rc e iv e d  th e ir  c h ild re n :
‘They  th ink it ’s  a  b ig  th ing ...“O h he ’s  the ch ild  w ith  au tism . H e ’s  no t go ing  to  like
m e ... .
T e ll in g  o th e rs  th a t th e ir c h ild re n  h a d  a  d ia g n o s is  o f a  s p e e c h  a n d  la n g u a g e  
c om m u n ic a t io n  p ro b le m , ra th e r  th a n  a u t is m , w a s  v ie w e d  a s  p re fe ra b le :
‘. . .she is  no t ve ry  keen on m en tion ing  abou t au tism ... ’.
A b s e n c e  fro m  a  la rg e  fa m ily  s u p p o r t n e tw o rk  w a s  s e e n  b y  A n n  a n d  D a v id  a s  
a f fe c t in g  B e n ’s  d e v e lo p m e n t, a s  it re d u c e d  th e  o p p o r tu n ity  fo r le a rn in g  fro m  
p o s it iv e  m o d e ls :
'(w h e n  w ith  th e  fa m ily  th e re  is ) . . .n o  lack o f p rom pting o r boosting a t any  
po in t... ’.
F am ily  m em b e rs  w h o  s a w  th e  c h ild re n  in fre q u e n t ly  w e re  u s e fu l, th o u g h , in  th a t  
th e y  c o u ld  n o te  s ig n if ic a n t c h a n g e s  in  th e  c h ild re n ’s  d e v e lo p m e n t, w h ic h  th e  
p a re n ts  m ig h t n o t h a v e  s e e n  o v e r  t im e :
'.. .bu t she de fin ite ly  sa id .. .he  has im proved  a  lo t’.
T h e  d ia g n o s is  o f a u t is m  im p a c te d  o n  re la t io n s h ip s  w ith in  th e  fa m ily . T e n s io n s  
s o m e t im e s  a ro s e  if  fa m ily  m em b e rs  a d o p te d  a  p o s it io n  d if fe re n t  f ro m  th a t o f  th e  
p a re n ts  to w a rd s  th e  d ia g n o s is . F e a r in g  th a t k n o w le d g e  o f th e  d ia g n o s is  m ig h t 
a ffe c t h o w  s o m e  fa m ily  m em b e rs  p e rc e iv e d  th e ir  c h ild re n , th e  p a re n ts  k e p t th e  
in fo rm a t io n  f ro m  s o m e  o f  th e m . I f  in fo rm a t io n  w a s  s h a re d  a m o n g  th e  fa m ily  th e n
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o th e r la b e ls , s u c h  a s  s p e e c h  a n d  la n g u a g e  d if f ic u lt ie s , w h ic h  w e re  p e rc e iv e d  a s  
c a r ry in g  le s s  o f  a  s t ig m a , w e re  s o m e t im e s  p re fe rre d  to  th e  te rm  a u t ism .
Co lleagues
D a v id  fo u n d  s h a r in g  th e  d ia g n o s is  w ith  o th e rs  a t  w o rk  w a s  h e lp fu l:
‘...I  ju s t...w an ted  to  te ll o the rs ...’
a s  h e  fo u n d  h is  c o lle a g u e s  to  b e  a  s o u rc e  o f  c o m fo r t a n d  s u p p o r t:
‘...the way I tried ( to ) ...ge t ove r it was to share m y fee lings w ith m y  
co lleagues../.
T h o s e  c o lle a g u e s  w h o  s h a re d  th e ir o w n  e x p e r ie n c e s , o r h a d  k n o w le d g e  o f 
a u t is m , w e re  s e e n  a s  ‘s u p p o r t iv e ’ a n d  c o lle a g u e s  w ith  a n  in te re s t in  a u t is m  
w e re  s o m e tim e s  a  s o u rc e  o f  p ra c t ic a l a d v ic e :
“ ‘D on ’t do  any th ing fo r h im ... ” ’.
F riends
T h e  p a re n ts  h a d  c o m p a re d  th e  d e v e lo p m e n t o f  th e ir  o w n  b a b y  w ith  th e  b a b ie s
o f  th e ir  f r ie n d s :
‘...w e had  loads o f peop le  a t the sam e tim e  hav ing  bab ies ...’.
b u t th e y  fo u n d  th is  b e c a m e  ‘u p s e t t in g ’ a n d  ‘w o r ry in g ’ :
‘. . .tha t upse t bo th o f us ... ’\ ‘. . .tha t con trast.. .m ade us ve ry  w o rried ’.
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C om p a r in g  c h ild re n ’s  d e v e lo p m e n t w a s  p e rc e iv e d  a s  h a v in g  a  c om p e t it iv e  
q u a lity  to  it , f ro m  w h ic h  th e s e  p a re n ts  fe lt  th e  n e e d  to  re m o v e  th e m s e lv e s :
‘...ooh , back ing  o ff from  a ll tha t...’; ‘...so  tha t g roup  o f friends w e guess w e have  
k ind  o f m oved away from .
T e ll in g  e s ta b lis h e d  f r ie n d s  th a t th e ir  c h ild re n  h a d  a u t is m  w a s  p ro b le m a t ic  a s :
‘...the ir pe rception  o f you  as  a fam ily  is  go ing  to  be a lte red...’.
I t w a s  e a s ie r  to  m a k e  n e w  fr ie n d s  w h e re  th e  d ia g n o s is  w a s  k n o w n  fro m  th e
s ta r t;  th is  fe lt  m o re  h o n e s t :
‘...they  know  the sco re w ith Todd ’.
O n c e  o th e rs  k n e w  th a t th e y  h a d  a  d is a b le d  c h ild  it re m o v e d  th e  p a re n ts  f ro m  
th e  c o m p e t it iv e  f ie ld :
‘(w e  b e c am e )  Non-th rea ten ing , there fo re  likeab le ’.
T h e  m a k in g  o f  f r ie n d s h ip s  w a s  im p e d e d  b y  th e  e s ta b lis h m e n t o f  d if fe re n t s c h o o l 
a rra n g e m e n ts  fo r  c h ild re n  w ith  im p a irm e n ts :
‘. . .bu t w e w eren ’t pa rt o f tha t (b e in g  a t  th e  s c h o o l g a te  a t  th e  e n d  o f  th e  d a y ) . . .  ’
b u t th e  s c h o o l s t i l l b e c am e  a  s o u rc e  o f  n e w  f r ie n d s h ip s :
‘...w e wen t en  m asse ...w ith  5  fam ilies from  Todd ’s  c lass ’.
T h e  e x p e r ie n c e  o f p a re n t in g  a  c h ild  w ith  a n  im p a irm e n t le d  to  R a c h e l fe e lin g  
g e n e ra lly  ‘ le t  d o w n ’ b y  p e o p le :
‘Y ou  genera lly  fee l le t down by  hum an be ings ’
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a lth o u g h  th is  w a s  s e e n  a s  c o m p o u n d in g  ra th e r th a n  c h a n g in g  h e r v ie w  o f 
h u m a n ity :
‘...w e were  bo th  qu ite  cyn ica l be fore ...’.
R a c h e l fe lt  th a t s h e  le a rn t n o t to , ‘e xpect anyth ing  from  anybody...’.
T h e  p a re n ts  p e rc e iv e d  th e ir c h ild re n  a s  ‘en rich ing ' th e  e x p e r ie n c e s  o f o th e r
c h ild re n :
‘S he fp e e r /s  go t a fasc ina tion w ith Todd ’, ‘...he (pee r)’s been en riched...w ith
life  sk ills ’.
P e o p le  w h o  d em o n s tra te d  em p a th y  w ith  th e ir c h ild re n  w e re  m o re  lik e ly  to  
b e c om e  fr ie n d s  w h ile  th e  p a re n ts  ‘p u lle d  a w a y ' f ro m  th o s e  w h o  w e re  n o t ‘go ing  
to  be  good  fo r h im ’.
H o w  th e  o th e r c h ild re n  re la te d  to  th e ir  c h ild re n  a ls o  p la y e d  a  s ig n if ic a n t ro le  in  
th e  p a re n ts ’ s e le c t io n  o f th e ir o w n  fr ie n d s h ip s , a lth o u g h e x c e p tio n s  w e re
s o m e t im e s  m a d e :
‘...I guess I rea lly  like D ebb ie and I don ’t th ink C la ire , he r daughte r, is  g rea t fo r
Todd ’.
T h e  p a re n ts  fe lt th a t o th e r c h ild re n  w e re  s o m e t im e s  g u id e d  a w a y  fro m  th e ir  
c h ild re n , b y  th e ir  p a re n ts , b u t th e y  s a w  th is  a s  a n  u n d e rs ta n d a b le  re a c t io n :
‘...you  w ou ldn ’t w an t you r ch ild  assoc ia ting  (w ith  a  c h ild  w ith  a u t is m ). . . '.
T h is  m a d e  re la t io n s h ip s  c o n fu s in g  a s  th e  p a re n ts  w e re  s o m e t im e s  u n c e r ta in
w h e th e r  ‘f r ie n d s ’ h a d  is s u e s  w ith  th e m  o r  th e ir  c h ild re n :
‘M aybe it was som e th ing  w e ’d  done w rong  and  w e w ere  b lam ing  it on Todd ... ’. 
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T h e y  fe lt th a t o th e r p e o p le  e x p e c te d  th e  p a re n ts  o f c h ild re n  w ith  a u t is m  to  b e
m is e ra b le :
‘...they ge t a b it na rked if you , w ith th is au tis tic k id , a ren ’t less happy than
them ...’
a n d  th a t th e y  w o u ld  ‘rub you r p rob lem s in you r face ’ in  o rd e r  to  t ry  a n d  m a k e  
p a re n ts  o f  d is a b le d  c h ild re n  fe e l a s  b a d  a s  th e y  th o u g h t th e  p a re n ts  o u g h t to  b e  
fe e lin g .
T h e  p a re n ts  s a w  h o w  th e y  p re s e n te d  th e m s e lv e s  to  o th e rs  a s  im p o r ta n t a n d  a s  
w h a t d ic ta te d  w h e th e r o th e rs  w o u ld  w a n t to  h a v e  a  re la t io n s h ip  w ith  th e m . 
B e in g  k n o w n  a s  th e  p a re n ts  o f c h ild re n  w ith  a u t is m  s e e m e d  to  c a r ry  its  o w n  
a g e n d a  a n d  th e  p a re n ts  p re fe r re d  to  p re s e n t  th e m s e lv e s  a s  in d iv id u a ls  f irs t :
'S o  I don ’t like to be p resen ted as a m othe r w ith an au tis tic k id . I like to be  
presen ted  as  m yse lf’.
C o n tro ll in g  in fo rm a t io n  a b o u t  th e m s e lv e s  b e c am e  im p o r ta n t , th e re fo re :
‘...som ebody wen t, “O h yeah , R ache l’s  go t an au tis tic  k id ,” and I w asn ’t happy
abou t tha t...’.
S o c ia l c o n ta c t  d id  p la y  a n  im p o r ta n t ro le  in  p a re n ts ’ l iv e s :
7  find  soc ia lis ing ve ry  de -s tress ing ... ’
b u t th e  b e h a v io u r  o f  th e ir  c h ild re n  w a s  c o n s id e re d  to  in h ib it  s o c ia l o p p o r tu n it ie s  
fo r  th e  p a re n ts :
‘...he  w asn ’t se ttling  in  rea lly  so  it w asn ’t re lax ing ...’.
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T h e  re a c t io n s  o f o th e r p e o p le  to  th e ir  c h ild re n ’s  ‘o d d ’ b e h a v io u r a ls o  re s tr ic te d
s o c ia l a c c e s s :
‘...tha t has hampered us a little b it because we ’re now ge tting the head  
tu rn ing .‘...I’m  no t con fident abou t tak ing  h im  to  peop le ’s  houses...’.
T h e  p a re n ts  a p p re c ia te d  w h y  o th e r  p e o p le  m ig h t re a c t in  th e  w a y  th a t th e y  d id :
‘...I can  see th ings  from  bo th  s ides a ll the tim e ’
a n d  th e y  s o m e t im e s  fe lt u n d e r p re s s u re , f ro m  o th e r p a re n ts , to  d e a l w ith  th e ir  
c h ild re n  in  a  c e r ta in  w a y , e v e n  if  th e y  fe lt  th is  to  b e  in a p p ro p r ia te :
‘...they  expect a t leas t som e...fo rm a l red ress ...’.
T h e  p a re n ts  id e n tif ie d  th a t th e y  re m o v e d  th e m s e lv e s  fro m  re la t io n s h ip s  w ith  
o th e rs  a s  w e ll a s  b e in g  e x c lu d e d  f ro m  th em :
7  th ink  a  lo t o f it w as a  se lf cho ice th ing ’.
S om e  ‘f r ie n d s ’ w e re  p e rc e iv e d  a s  n o t w a n t in g  to  e s ta b lis h  fr ie n d s h ip s  w ith  
p a re n ts  o f  d is a b le d  c h ild re n :
‘...w he the r those friendsh ips w ou ld  have been s truck up ...p robab ly  no t...be ing
them ’.
R e s tr ic t io n s  o n  th e  p a re n ts ’ o p p o r tu n it ie s  to  g o  b a c k  to  w o rk  m a d e  th e ir
a c t iv it ie s  d if fe re n t f ro m  th e ir  f r ie n d s  a n d  s o m e t im e s  c re a te d  a  d iv id e :
‘...ano the r th ing tha t s ta rted to m ake m e d iffe ren t from ...is tha t they a ll w en t
back  to  w ork ’.
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R e c e iv in g  th e  d ia g n o s is  im p a c te d  s ig n if ic a n t ly  o n  th e  p a re n ts ’ f r ie n d s h ip s . E v e n  
b e fo re  th e  d ia g n o s is , a w a re n e s s  o f d if fe re n c e s  in  th e ir  c h ild re n ’s  d e v e lo p m e n t 
h a d  le d  to  s o m e  p a re n ts  re -e v a lu a t in g  o ld  fr ie n d s h ip s  a n d  w ith d ra w in g  fro m  
th e s e , a t le a s t to  s o m e  e x te n t . N e w  fr ie n d s h ip s , m a d e  w ith  p e o p le  w h o  w e re  
a w a re  o f  th e  d ia g n o s is , fe lt  e a s ie r  to  th e  p a re n ts  a s  th e y  c o u ld  th e n  b e  s u re  th a t 
a u t is m  w o u ld  n o t b e c om e  a  b a r r ie r  to  th e s e  re la t io n s h ip s . A c c e p ta n c e  o f th e ir  
c h ild re n  b e c am e  th e  m a jo r  fa c to r  in  p a re n ts  s e le c t in g  n e w  f r ie n d s h ip s . P ra c t ic a l 
is s u e s , s u c h  a s  n o t re tu rn in g  to  w o rk , a ls o  a f fe c te d  re la t io n s h ip s  a s  th e  p a re n ts ’ 
in te re s ts  a n d  p ro je c ts  b e g a n  to  d if fe r f ro m  th o s e  o f p re v io u s  fr ie n d s . S o c ia l 
c o n ta c t w a s  v a lu e d , a n d  s e e n  a s  e s s e n t ia l to  w e ll b e in g , b u t th is  b e c am e  m o re  
p ro b le m a tic  fo r th o s e  p a re n ts  w h e re  s o c ia l e n g a g e m e n t w a s  a  c h a lle n g e  fo r
th e ir  c h ild re n .
School relations
F o r th e  p a re n ts , h ig h lig h t in g  th e ir  o w n  ‘s t re n g th s ’ a n d  p o s it iv e  c h a ra c te r is t ic s  
w a s  s e e n  a s  a  n e c e s s a ry  s t ra te g y  w h e n  n e g o t ia t in g  w ith  s ta ff  a t s c h o o l:
‘...I try  to  dem onstra te  to  them  wha t I can b ring to  the  re la tionsh ip ...’
in  o rd e r  to  c o u n te ra c t th e  p e rc e iv e d  v ie w  o f  th e  p a re n t o f  th e  d is a b le d  c h ild  a s :
‘...the wh ing ing , com p la in ing , b itte r pa ren t o f th is  s ta tem en ted k id ’.
T h e  p a re n ts  p e rc e iv e d  th e m s e lv e s  a s  b e in g  ju d g e d  n e g a t iv e ly  b y  th e  b e h a v io u r 
o f  o th e r  ‘a w kw a rd ’ p a re n ts  o f  d is a b le d  c h ild re n :
‘... they ’re  go ing  to  lum p us  a ll toge the r.
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T h e  p a re n t s u p p o r t g ro u p s  w e re  th o u g h t o f a s  u s e fu l a s  a  p la c e  to  ta lk  o p e n ly  
w ith  o th e rs  w h o  u n d e rs to o d  th e  e x p e r ie n c e  b u t th e y  a ls o  fe lt , ‘...qu ite heavy  
and depress ing ... ’. H o w e v e r , n e tw o rk in g  w ith  o th e r p a re n ts  w a s  v a lu e d  a n d
d e s ire d :
7  wan t to  ne tw ork  w ith  he r.
T h e  p a re n ts  a ls o  fe lt  a b le  to  e m p a th is e  w ith  o th e rs  in  th e  s a m e  s itu a t io n :
‘...I knew  tha t’s  w here  she  (a n o th e r  m o th e r  o f  a  n e w ly  d ia g n o s e d  c h ild ) was a t’
a n d  th e re  w a s  a  d e s ire  to  h e lp  o th e r  p a re n ts  o f  d is a b le d  c h ild re n :
7  mean if I cou ld  he lp  anyone ... ’.
T h e s e  p a re n ts  w e re  c u r io u s  a b o u t  o th e r  c h ild re n  w ith  s p e c ia l n e e d s :
‘...I ju s t w an ted  to  see w ha t she is  do ing...’
a n d  fo rm e d  re la t io n s h ip s  w ith  o th e r p a re n ts  to  d is c u s s  th is , a lth o u g h  c o n ta c t 
w ith  p a re n ts  o f c h ild re n  w ith  a u t is m  w a s  fe lt , s o m e t im e s , to  ra is e  u n n e c e s s a ry
c o n c e rn s :
‘...som etim es I th ink when is he go ing to ge t tha t behav iou r (c h a lle n g in g  
b e h a v io u r  o b s e rv e d  in  a n o th e r  c h ild  w ith  a u t is m ) . . / .
R e la t io n s h ip s  w ith  s c h o o l s ta f f h a d  to  b e  c a re fu lly  n e g o tia te d . P a re n ts  fe lt th e y  
n e e d e d  to  k e e p  s c h o o l s ta f f ‘o n  s id e ’ a n d , th e re fo re , p re s e n te d  th e m s e lv e s  in  
w a y s  th a t th e y  th o u g h t w o u ld  a p p e a l to  th e  s ta ff . P o s it io n in g  th e m s e lv e s  w ith  
o th e r  p a re n ts  o f  c h ild re n  w ith  s p e c ia l n e e d s  th e n  b e c a m e  p ro b le m a tic .  A lth o u g h  
th is  s o m e tim e s  e n a b le d  p a re n ts  to  fe e l m o re  p o w e r fu l it c o u ld  a ls o  m a k e  th e m
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fe e l v u ln e ra b le  to  re je c t io n  f ro m  m em b e rs  o f  th e  s ta ff , g u ilty  b y  a s s o c ia t io n . T h e  
p a re n ts  o f te n  d id  n o t s e e  th e m s e lv e s  a s  b e in g  a b le  to  f i t  c o m fo r ta b ly  w ith  e ith e r  
‘p a re n ts ’ o r  ‘p a re n ts  o f c h ild re n  w ith  s p e c ia l n e e d s ’ . T h is  th e n  le d  to  a  s e n s e  o f  
is o la t io n  w ith in  th e  s c h o o l s e t t in g .
Children’s friendships
T h e  p a re n ts  p e rc e iv e d  th e ir  c h ild re n  a s  m a k in g  f r ie n d s h ip s  w ith  o th e r  c h ild re n :
‘...he is  m ak ing  h is  friends a t schoo l’.
T h e s e  w e re  v a lu e d , b y  th e  p a re n ts , a s  im p o rta n t le a rn in g  o p p o r tu n it ie s :
‘... he ’s  lea rn ing  m ore w ords from  h is  friends ...’.
D e v e lo p in g  fr ie n d s h ip s  fo r th e ir c h ild re n  o u t o f s c h o o l w a s a ls o  s e e n  a s  
im p o r ta n t b u t e x p e r ie n c e d  a s  p ro b le m a t ic . T h e re  w e re  n o t a lw a y s  c h ild re n  c lo s e  
b y , fo r  e x a m p le :
‘... th is  row  o f houses... the re  is  no  young  k ids ’
a n d  o th e r c h ild re n  w ith  im p a irm e n ts  s o m e t im e s  e x p e r ie n c e d  d if f ic u lty  c o m in g  to
v is it  a t h o m e :
'(A  m o th e r s a id ) My Harry  (c h ild  w ith  a u tis m ) w ill be d ifficu lt to com e ove r to  
you r p lace  ( to  m e e t w ith  s o n  w ith  a u tis m ) because he doesn ’t like m ov ing h is  
usua l th ing ..’.
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I t c a n  b e  s e e n , th e re fo re , in  th is  c h a p te r , th a t th e  d ia g n o s is  o f a u tis m  h a d  a  
s ig n if ic a n t im p a c t o n  th e  p a re n ts ’ re la t io n s h ip s  w ith  o th e rs . W h ile  th is  le d  to  a  
re -e v a lu a t io n  a n d  o c c a s io n a lly  re je c t io n  o f s o m e  fr ie n d s h ip s , w ith  o th e rs  it  
e n a b le d  th e  d e e p e n in g  o f e x is t in g  b o n d s . N e w  fr ie n d s h ip s  w e re  a ls o  fo rm e d . 
C o n tro l o f in fo rm a t io n  w a s  a n  im p o r ta n t s t ra te g y  fo r  th e s e  p a re n ts  a s  a  m e a n s  
o f  e n a b lin g  th em  to  m a n a g e  th e ir  re la t io n s h ip s  w ith  o th e rs . L ife  w ith in  th e  fa m ily  
o f te n  s e e m e d  ‘n o rm a ,’ , to  th e  p a re n ts , a n d  it w a s  o n ly  w h e n  n e g o t ia t in g  th e  
o u ts id e  w o r ld  th a t th e y  s o m e t im e s  fe lt p o s it io n e d  a s  ‘o th e r ’ .
T h e  n e x t c h a p te r w il l d e s c r ib e  th e  p a re n ts ’ e x p e r ie n c e s  o f p ro fe s s io n a ls  
th ro u g h o u t th e  p e r io d  o f  d ia g n o s is .
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Professionals creating problems
P ro fe s s io n a l in v o lv e m e n t w ith  fa m ily  l i fe  w a s  s e e n  b y  th e  p a re n ts  a s  th e  s ta r t o f  
th e ir  p ro b le m s , b e fo re  th a t d a ily  l i fe  w a s  ‘n o rm a l’ :
‘ . . .w e  jus t go t on day to day and we don ’t rea lly  have any p rob lem s ’; ‘N o th ing  
worried us un til hav ing  th is  Team  to ld  us tha t he  m igh t be  hav ing  au tism ...’.
P ro fe s s io n a ls  w e re  fe lt  to  c re a te  p ro b le m s  ra th e r  th a n  o f fe r  s o lu t io n s :
‘...they  g ive  you  m ore p rob lem s than answers ...’
a n d  th e y  a p p e a re d  to  fo c u s  o n  th e  n e g a t iv e  a s p e c ts  o f  c h ild re n ’s  b e h a v io u r , th e
‘c a n ’t  d o ’ :
‘...lack  o f th is , w rong w ith  h im  tha t...’.
T h is  fe lt l ik e  a  ‘w ip ing ou f o f a ll th e  p o s it iv e s  th a t th e  p a re n ts  h a d  re c o g n is e d  
w ith in  th e ir c h ild re n . I f th e  p a re n ts  tr ie d  to  b a la n c e  th is  n e g a t iv e  fo c u s  b y  
h ig h lig h tin g  p o s it iv e  c h a ra c te r is t ic s  th e n  th is  w a s  in te rp re te d  b y  p ro fe s s io n a ls  a s  
e ith e r  th e  p a re n ts  b e in g  in  d e n ia l:
‘...ye t, I’ve no t go t m y eyes shu t.’; ‘ ...it’s  a cheap sho t to  jus t say ‘in den ia l’ 
wheneve r you ’ve  go t a  pa ren t tha t’s  m aybe th ink ing fo r them se lves ’
o r b y  la b e ll in g  th e  p a re n ts  a s  ‘con fused b e c a u s e  th e y  w e re  ‘so em otiona lly
a ttached  to  th e ir  c h ild re n .
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Labelling
T h e  p ro fe s s io n a l fo c u s  w a s  p e rc e iv e d  a s  b e in g  o n  th e  ‘au tis tic ’, ra th e r  th a n  o n
th e  w h o le  c h ild :
. .tha t w as the firs t and  on ly  th ing  to  say  abou t h im ’.
T h e  p a re n ts  p e rc e iv e d  p ro fe s s io n a ls ’ e x p e c ta t io n s  fo r  th e ir  c h ild re n  a s  a r is in g  
f ro m  th e  la b e l ra th e r  th a n  th e ir  c a p a b il i t ie s :
‘. . . ( I s a id ) ”N o he doesn ’t need tha t, tha t’s no t how he works” and they  
(p ro fe s s io n a ls )  sa id , “bu t tha t’s  how  they  (p e o p le  w ith  a u t is m ) are”’.
W h ile  th e  p ro fe s s io n a ls  o n ly  s e e m e d  in te re s te d  in  la b e llin g  th e  c h ild , th e  
p a re n ts  s a w  th is  a c t a s :
‘...the m ost dam ag ing th ing tha t you cou ld eve r do ’; ‘It cou ld ...po ten tia lly ru in  
som ebody ’s  life ...’.
L a b e ll in g  w a s  fe lt  to  b e  s o m e th in g  th a t w o u ld  h a v e  a  n e g a t iv e  e f fe c t  o n  p e o p le ’s  
p e rc e p t io n s  o f  th e  c h ild re n :
‘Y ou ’re go ing to a lte r eve rybody ’s pe rcep tions o f h im ...’; ‘S he (c la s s  te a c h e r )  
sa id every th ing was fine ...the second week  (a fte r  a  s u g g e s t io n  o f a u tis m  h a d  
b e e n  m a d e ) ...I cou ld  rea lly  see the d iffe rence in  he r, in  the w ay she ta lked ... (1  
th o u g h t)  “O h no , she  is  neve r go ing  to  see Ben as  a  no rm a l ch ild  any  m ore ’” .
A  lit t le  k n o w le d g e , a b o u t a u tis m , fo r p ro fe s s io n a ls , w a s  s e e n  a s  a  d a n g e ro u s  
th in g :
‘...she  (c la s s  te a c h e r )  is  go ing  to  s tam p Ben as au tis tic  and  in  he r w ords au tism  
means, “O h they ’re  jus t w andering  a round  in  the ir ow n w orld” .
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T h e  em o tio n a l im p a c t o f h o w  p ro fe s s io n a ls  d e s c r ib e d  th e ir c h ild re n  w a s  
d e v a s ta t in g :
7  was devasta ted  the w ay  she  (p ro fe s s io n a l)  ta lked  to  m e ’
a n d , a s  a  re s u lt , p a re n ts  fo rm e d  m a s k s  to  h id e  th e ir  fe e lin g s  w h e n  d e a lin g  w ith  
p ro fe s s io n a ls :
‘I d idn ’t m ake m y face go  g loom y o r.. .dep ressed a t tha t tim e ’.
P ro fe s s io n a ls  w e re  s e e n  a s  m o re  e f fe c t iv e  if  th e y  w e re  n o t 'in ten t on the labef 
a n d  s o m e  w e re  a b le  to  o f fe r  s u p p o r t  w ith o u t th is  n e e d :
'” they  (p ro fe s s io n a ls )  sa id , w ha t you  wan t, you  know  is  fine ’” .
P ro fe s s io n a ls  w e re  s e e n  a s  d is a g re e in g  a m o n g s t th e m s e lv e s  w h e th e r  th e  la b e l 
a p p lie d :
'...the re a re tw o g roups o f peop le , one say ing he has au tism  and the o ther  
denying it...’.
L a b e ll in g  th e  c h ild re n  w a s  s e e n , b y  th e  p a re n ts , a s  th e  p r im a ry  c o n c e rn  o f th e  
p ro fe s s io n a ls . L a b e ll in g  w a s  p e rc e iv e d  b y  th e  p a re n ts , h o w e v e r , a s  a  d a m a g in g  
a n d  d a n g e ro u s  a c t iv ity  a s  it s t ig m a t is e d  th e ir c h ild re n . F o r th e s e  p a re n ts ,  
u n d e rs ta n d in g  h o w  th e ir  o w n  c h ild re n  w e re  e x p e r ie n c in g  le a rn in g  w a s  fa r  m o re  
s ig n if ic a n t  th a n  ‘e x p e r t is e ’ in  th e  s y n d ro m e .
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The diagnostic process
T h e  p a re n ts  s a w  th e  d ia g n o s t ic  p ro c e s s  a s  a n  o p p o r tu n ity  to  f in d  o u t m o re  
a b o u t th e ir  p a r t ic u la r c h ild :
‘ . w e  were  k ind  o f expecting  som eth ing  a  b it m ore  re fined ...’
b u t th e y  fe lt th a t p ro fe s s io n a ls  p o s it io n e d c h ild re n  w ith  a u t is m  a s ‘th e y ’ , 
m a n ife s ta t io n s  o f  a  s y n d rom e , ra th e r  th a n  a s  in d iv id u a ls . T h e  p a re n ts  fo u n d  th is  
a  f ru s tra t in g  a n d  a lie n a t in g  e x p e r ie n c e :
‘it w as ve ry  frus tra ting and  m ade it ve ry  m uch us ve rsus  them ’.
C o n f lic t w a s  s e e n  a s  s ta r t in g , b e tw e e n  p a re n ts  a n d  p ro fe s s io n a ls , im m e d ia te ly  
w ith  th e  d ia g n o s is :
‘...so  ins tan tly  then we were  in to  con flic t...’.
T h e  p a re n ts  fe lt th a t th e  p ro fe s s io n a ls  h a d  w is h e s  fo r th e  c h ild re n  th a t w e re  
c o n tra ry  to  th o s e  o f  th e  p a re n ts :
‘...I w an ted ....they  w ere  no t fo r tha t a t a lf.
T h e  p ro c e s s  o f b e in g  g iv e n  th e  d ia g n o s is  w a s  fo u n d  b y  th e  p a re n ts  to  b e  m o re  
s tre s s fu l th a n  m a n a g in g  th e ir  c h ild re n ’s  b e h a v io u r :
‘...the b iggest s tress was when the world  cam e tum b ling down on us ’’, ‘...w e  
were  be ing  to ld  te rrib le  th ings  rea lly ...’.
M a k in g  a p p o in tm e n ts  to  s e e  p ro fe s s io n a ls  w a s :
‘. . .jus t ve ry  s tress fu f
a n d  in c o n v e n ie n t ,  fo r  p a re n ts :
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‘...it w as a lw ays a t a  tim e conven ien t to  them ..
T h e  p a re n ts  p e rc e iv e d  th e m s e lv e s  to  b e  c lie n ts  a c c e s s in g  a  s e rv ic e  b u t th is  
s e e m e d  to  b e  m o re  s e t u p  fo r  th o s e  p ro v id in g  ra th e r  th a n  re c e iv in g  it :
‘It w as so  unc lien t focused , it w as un true '.
O n e  p a r t ic u la r s t re s s , w h ic h  w a s  id e n t if ie d , w a s  b e in g  m a d e  to  w a it w ith  a  c h ild  
w ith  a u t is m  w h o s e  b e h a v io u r  c o u ld  b e  c h a lle n g in g  in  th is  e n v iro n m e n t:
‘ . . .w e  were a ll expected to w a it a round fo r ages...he was a hand fu l... ’; ‘...they  
were la te ...a ll the tim e ’; ‘...you r b lood was bo iling from a ll that tense  
wa iting ...jus t keep ing  h im  en terta ined  and  sane .
T h e  e n d  p ro d u c t , th e  d ia g n o s is , w a s  a  le t d o w n :
‘.. .jus t, w hack, ‘au tism ’ and  tha t’s  if
ju s t a  la b e l a n d  n o  c le a r  p ic tu re  o f  s k il ls  a n d  a b ili t ie s :
‘...w e d idn ’t ge t the  p ic tu re o f Todd.
T h is  w a s  n o t w h a t th e  p a re n ts  w e re  s e e k in g . T h e y  w a n te d :
‘...a m ean ing fu l know ledge o f h im ...tha t p rov ides so lu tions tha t a re actua lly  
ta ilo red  to  h is  p rob lem s '.
T h is  la c k  o f u n d e rs ta n d in g  a b o u t in d iv id u a ls  s e e m e d , to  th e  p a re n ts , to  im p a c t 
u p o n  te a c h in g  a p p ro a c h e s  fo r  c h ild re n  w ith  a u t is m  g e n e ra lly :
‘( th o s e  d e s ig n in g  te a c h in g  a p p ro a c h e s  a re )  jus t no t ge tting  in to those peop le ’s  
(p e o p le  w ith  a u t is m ) heads a t a lf.
P ro fe s s io n a ls  d id  n o t ta k e  a c c o u n t o f p a re n ts ’ in d iv id u a lity  e ith e r :
1 7 8
'(W h e n  g iv in g  a  d ia g n o s is ) . . .you need to know the fram ework , the m en ta l 
a ttitude o f the  pa ren t you  a re  go ing  to  ta lk  to ...’.
D ia g n o s is  w a s  p e rc e iv e d  a s  h a v in g  s o m e  b e n e f its ; it w a s  s e e n  a s  e n a b lin g  
c h ild re n  to  a c c e s s  re s o u rc e s , fo r  e x a m p le :
‘ . . .w e  are  qu ite  aware  now ...have  focused on Ben qu ite  a  lo t’ ; ‘A nd , he is  (a s  a  
re s u lt )  ge tting  h is  spec ia l needs...’.
T h o s e  w ith  th e  m o s t k n o w le d g e  o f a u t is m , th e  m o s t e x p e r ie n c e d  p ro fe s s io n a ls ,  
w e re  s e e n  a s  k e e p in g  th is  to  th e m s e lv e s  ra th e r  th a n  s h a r in g  it w ith  th o s e  w h o  
a c tu a lly  s u p p o r te d  th e  c h ild re n :
‘...w ha t’s requ ired ... ( is  th a ty  peop le w ith the know ledge and the expertise  
...ac tua lly  run som e sess ions  them se lves ...’.
T h e  p a re n ts  h a d  a n t ic ip a te d  th a t th e  d ia g n o s t ic  p ro c e s s  w o u ld  in fo rm  th em  
a b o u t th e ir  s p e c if ic  c h ild re n . T h e y  h o p e d  th a t th is  w o u ld  e n a b le  a  g re a te r  in s ig h t 
in to  h o w  th e ir  c h ild re n  w e re  d e v e lo p in g . In s te a d  th e y  fo u n d  th a t p ro fe s s io n a ls  
w e re  m o re  in v o lv e d  in  th e  a c tu a l p ro c e s s  o f d ia g n o s is  th a n  le a rn in g  a b o u t 
in d iv id u a ls . T h is  w a s  fe lt to  c re a te  a  te n s io n  a n d  p la c e d  b o th  p a r t ie s , p a re n ts  
a n d  p ro fe s s io n a ls , in  o p p o s it io n .
Power
I t  s e e m e d  a s  th o u g h  p ro fe s s io n a ls  w a n te d  to  is o la te  a n d  c o n tro l th e  c h ild re n :
‘. . .lock  h im  up and  pu t h im  in  ou r hands, and  no t be ing  pa rt o f the  rea l w o rld ...’.
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H o w e v e r , n o t a ll p ro fe s s io n a ls w e re p e rc e iv e d in th is  w a y ; s om e w e re  
e x p e r ie n c e d  p o s it iv e ly :
'. . .w e  had  bu ilt up a  re la tionsh ip  w ith  the  peop le a t nu rse ry  and  they  w ere  rea lly  
be ing  qu ite  he lp fu l...’; ‘...w e  like  tha t so rt o f a tten tion from  the in te llec tua ls ’.
S om e  p ro fe s s io n a ls  w e re  p e rc e iv e d  a s  h a v in g  c e r ta in  s k il ls  in  th e  e d u c a tio n  o f
c h ild re n  w ith  a u t is m :
‘They ’re  ve ry  good  a t w ha t they  do  and  how  they  encourage  ch ild ren ...’
b u t th is  w a s  n o t fe lt  to  e x te n d  to  p a re n ts :
‘...bu t the ir peop le ca re sk ills  w ith pa ren ts ...tak ing on boa rd ou r op in ions on it 
are ve ry  m uch no t taken  in to  accoun t.
T h e re  w a s  c o n fu s io n  o v e r w h e th e r , o v e ra ll, p ro fe s s io n a ls  w e re  a  h e lp  o r a  
h in d ra n c e  a n d  w h e th e r  o r  n o t it  w a s  r ig h t to  s e e k  th e ir  h e lp  in  th e  f ir s t in s ta n c e . 
A lth o u g h  th is  w a s  s e e n  a s  h a v in g  b e e n  th e  s ta r t  o f  th e  fa m ily ’s  p ro b le m s  it a ls o  
b ro u g h t in  h e lp  th a t h a d  b e e n  u s e fu l to  th e  c h ild re n :
‘...am  I benefiting  h im  o r c rea ting  a  p rob lem  fo r h im ...’; ‘...and  then I th ink I d id  
because he ’ll ge t he lp ’.
P ro fe s s io n a ls  w e re  a ls o  fe lt  to  c re a te  c o n fu s io n  w ith  th e ir  w o rd s  th a t  w e re  o p e n  
to  in te rp re ta t io n :
‘...I don ’t rea lly  know  wha t they ’re say ing ...’; ‘I...am  no t rea lly  su re ...w ha t she  
rea lly  m ean t by  tha t...’; ‘I don ’t know  w ha t she  is  expecting ...’.
H o w e v e r , th e  p a re n ts  d id  n o t a lw a y s  a c c e p t p ro fe s s io n a l d e c is io n s  w ith o u t 
q u e s tio n :
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‘...pa rt o f m e fee ls tha t w e d idn ’t have to  have tha t...’; ‘...w e though t a t firs t, a re  
you  back ing  o ff too  m uch? ’
a lth o u g h  th e y  w e re  u n s u re  to  w h a t e x te n t th e y  w o u ld  b e  ‘a l lo w e d ’ to  q u e s t io n :
‘If w e keep on ask ing them  about Ben , I don ’t know  whe the r they  a re go ing to
like  it..:.
T h e  p a re n ts  s e t , th e re fo re ,  w h a t th e y  th o u g h t w e re  a c c e p ta b le  p a ra m e te rs :
‘I ’m  p lann ing to  ask once in tw o weeks...in  tw o weeks I ’ll ask how  is  he cop ing
in  c lass ’.
D e a lin g s  w ith  p ro fe s s io n a ls  w e re  e x p e r ie n c e d  a s  a  fo rm  o f b a r te r in g ; a g re e in g  
to  u n w a n te d  la b e ls  in  o rd e r  to  s e c u re  re s o u rc e s , fo r  e x a m p le :
‘ . then we ag reed the trade o ff shou ld  be to  ge t h im  s ta tem en ted .
T h is  e x p e r ie n c e  w a s  lik e  ‘heavy em otiona l b lackm a if. T h e  p a re n ts  fe lt o b lig e d  
to  a g re e  fo r  th e  s a k e  o f  th e ir  c h ild re n :
‘...w ou ldn ’t be  fa ir to  send Todd to  schoo l w ithou t any support...’; ‘It w as e ithe r, 
“do  it ou r w ay  o r you ’re  no t ge tting  any th ing 1” .
E n try  in to  s c h o o l w a s  e v e n  m o re  o f  a  n e g a t iv e  e x p e r ie n c e  b e c a u s e :
‘...it ’s  a ll g loom  and  doom ...’.
T h e  p a re n ts  a v o id e d  c o n ta c t w ith  te a c h e rs  a s  th e y  d id  n o t w a n t to  h e a r b a d
n e w s :
‘...if I ask  he r, i ge t a ll the com pla in ts  about Ben and  I don ’t w an t to  hea r if.
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P ro fe s s io n a ls  w e re  p e rc e iv e d  a s  h a v in g  th e ir  o w n  a g e n d a , s e p a ra te  fro m  th e  
w e lfa re  o f  th e  c h ild  a n d  th e  fa m ily :
‘...she saw Todd as a po ten tia l add ition to he r em p ire c lub ...’’, ‘...they a re  
ge tting  a ll the ir m oney fo r Ben , bu t.. .1 don ’t th ink  Ben is  ge tting .. .one to  one .. 
‘There ’s  a  lo t o f peop le .. .be ing  ve ry  p ro tec tive  about the ir  jobs ...’
a n d , th e y  e v e n  a p p e a re d  to  a c t o u ts id e  ‘th e  la w *  to  p u rs u e  th is :
‘. . .it w as aga ins t the law  you  know . ’.
T h e ir c h ild re n  w e re  e x c lu d e d  fro m  re g u la r a c t iv it ie s  in  w h ic h  th e  p a re n ts  fe lt  
th e y  o u g h t to  h a v e  b e e n  e n t it le d  to  ta k e  p a r t , s u c h  a s  lu n c h t im e s  a n d  th e y  w e re  
a ls o  c a te g o r is e d  a s  p a r t o f  th e  ‘s p e c ia l n e e d s  g ro u p ’ ra th e r  th a n  re c o g n is e d  a s
in d iv id u a ls :
‘...the D own ’s S yndrom e boy w en t hom e fo r lunch so Todd  had to ...O the rw ise  
( s c h o o l s ta ff  c la im e d )  it w ou ldn ’t be  fa ir...’.
P ro fe s s io n a ls  s e t th e  a g e n d a . T h e y  w e re  fe lt , b y  th e  p a re n ts , to  c re a te  a n  
i l lu s io n  o f s u c c e s s  b y  fo c u s in g  o n  th e  ‘c a n ’t  d o s ’ fo r  th e  c h ild re n  a t th e  s ta r t o f  
a n  in te rv e n t io n , o n ly  re c o g n is in g  th e  ‘c a n  d o s ’ a t th e  e n d . T h e  p ro fe s s io n a ls
w e re  s e e n  a s :
‘...m an ipu la ting the pe rcep tion ...fitting in to th is se lf-fu lfilling p rophecy th ing ’; 
‘...she  (c la s s  te a c h e r)  sa id , “ See , Ben has w ritten h is  nam e”, w hen  ( in  fa c t)  he  
had  s ta rted  w riting  abou t 3  o r 4  w eeks ago ...’.
S om e  p ro fe s s io n a ls  h a d  m o re  p o w e r th a n  o th e rs  a n d  s e e m e d  a b le  to  e x e r t  
c o n tro l o v e r  th e ir  c o lle a g u e s :
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‘They ’re a ll creep ing to her, so ...the re ’s a little power pocke t go ing on  
the re .. .they  bas ica lly  th ink  w ha t she te lls  them  to  rea lly ’.
T h e  p a re n ts  fe lt ‘con tro lled* b y  a n  ‘en tou rage o f s in is te r fo rces ’. T h e y  s a w  
th e m s e lv e s  a s  v u ln e ra b le  b e c a u s e  th e ir  a c t io n s  m ig h t re b o u n d  o n  th e ir  c h ild :
T m  Y  ( y e a r ) 2 . I’ve  go t anothe r 4  yea rs to  go  and they  cou ld  ve ry  w e ll consp ire  
to  k ick  h im  ou f\ ‘I am  jus t keep ing  qu ie t fo r the  bes t in te res ts  o f B en ...’
a n d  w e re  a fra id  w h a t th e  p o w e r  o f o th e rs  m ig h t m e a n  fo r  th e ir  c h ild re n  in  th e
fu tu re :
‘...it ’s  on ly  50  yea rs ahead w hen Naz is  m arched  on the doo rs tep ’’, 'I ’m  sca red  o f 
them  hav ing  a  ho ld  ove r m y son ...’.
T h e  p a re n ts  fe lt u n d e r  p re s s u re , f ro m  p ro fe s s io n a ls ,  to  a d o p t d if fe re n t p a re n tin g  
s ty le s . T h is  le d  th e m  to  t re a t in g  s ib lin g s  d if fe re n tly , w h ic h  s e e m e d  in e q u ita b le :
‘...he  ge ts  away w ith  m urde r bu t w ith ....’.
T h e  p a re n ts ’ p e rc e p t io n s  o f th e ir c h ild re n  c o u ld  b e  in f lu e n c e d  s ig n if ic a n tly  b y  
re m a rk s  f ro m  o th e r  p e o p le :
‘...the c lass teache r says he can be agg ress ive ...tha t ...is  a b it d ifficu lt to take  
in  bu t m aybe true , he  m aybe do ing  tha f.
E n g a g em e n t w ith  p ro fe s s io n a ls  w a s  e x p e r ie n c e d  a s  d is e m p o w e r in g  b y  th e s e
p a re n ts . P ro fe s s io n a ls  w e re  v ie w e d  a s  h a v in g  a ll th e  p o w e r  a n d  th e  p a re n ts  fe lt
th e  n e e d  to  a c t e x tre m e ly  c a re fu lly  in  o rd e r to  a v o id  b e in g  d is a d v a n ta g e d  b y
th e m . A t  t im e s  th e  p a re n ts  fe lt  th a t th e y  h a d  to  a c t a g a in s t  th e ir  o w n  in s tin c ts ,  a s
p a re n ts , in  o rd e r  to  a v o id  p ro fe s s io n a ls  ta k in g  a g a in s t th em  a n d  a ls o  to  s e c u re  
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re s o u rc e s  fo r th e ir c h ild re n . P ro fe s s io n a ls  w e re  s e e n  a s  th e  g a te k e e p e rs  o f 
th e s e . T h e  p a re n ts  p e rc e iv e d  p ro fe s s io n a ls  a s  w il lin g  to  u s e  e s s e n t ia l re s o u rc e s  
a s  a  m e a n s  o f  s e c u r in g  p a re n ta l c a p itu la t io n .
At war
T h e  p a re n ts  fe lt  th a t  th e ir  c h ild re n  w e re  t re a te d  b y  p ro fe s s io n a ls  l ik e  p a w n s  in  a  
w a r , w ith  p a re n ts  a n d  p ro fe s s io n a ls  o n  o p p o s in g  s id e s :
‘...they made a war over fund ing '; ‘...the actua l cam pa ign is rea lly  
dodgy...you ’re  p lay ing  in to  the hands o f the  peop le who a re you r enem ies ... ’; ‘I 
was a lw ays ba ttling .
B a tt le s  c o n tin u e d  o v e r  lo n g  p e r io d s  o f  t im e :
‘...th is  w en t on fo r abou t a  yea r...’
a n d  w ith in  th is  w a r  p ro fe s s io n a ls  b e c am e  e n tre n c h e d :
‘.. .they w ou ldn ’t be  flex ib le  in  any  w ay..
S om e  p ro fe s s io n a ls  a p p e a re d  to  in f lu e n c e  o th e r p ro fe s s io n a ls  to  b r in g  th em
o n to  th e ir  s id e :
‘...she had obvious ly  done a who le ha tche t job on us ... ’ ; ‘...she neve r m isses  
an opportun ity  to  d rum  up a  b it o f an ti-pa ren t fe rvour".
F in d in g  p ro fe s s io n a l a ll ie s  w a s p ro b le m a tic  fo r th e  p a re n ts , o w in g  to  th e  
c o m p le x ity  o f  th e  s y s te m :
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'...I ’m try ing to inves tiga te the organ isa tiona l s truc tu re ...it ’s qu ite d ifficu lt 
because they  haven ’t even go t a  tree '.
L a b e ll in g  w a s  e m p lo y e d  a s  a  w e a p o n  to  m a rg in a lis e  p a re n ts  a n d  m a k e  th e m
v o ic e le s s :
'...on the s ta tem en t I go t labe lled as an ex trem e ly sens itive m o the r...'; ‘Y ou ’re  
jus t an  em otiona l m o ther o r w ha teve r*
a n d  p ro fe s s io n a l la n g u a g e  w a s  u s e d  to  m a s k  a c ts  o f  a g g re s s io n :
‘They w ou ldn ’t le t h im  in .. .It w as te rm ed , ‘phased  in teg ra tion” .
S c h o o l s ta f f  w e re  p e rc e iv e d  a s  p u n is h in g  p a re n ts  w h o  h a d  b e e n  g iv e n  n e g a t iv e  
re p u ta tio n s  b y  o th e r  p ro fe s s io n a ls :
‘W e wen t in w ith th is b illing  (s o  it w a s  lik e ) we ’re no t go ing  to  m ake it easy fo r 
you , you ’re  go ing  to  su ffe r... ’
s o  p a re n ts  re s o r te d  to  g u e rr i l la  ty p e  a c t iv it ie s ; th e y le a rn e d  to  p la y  o n e  
p ro fe s s io n a l o f f  a n o th e r :
‘...I knew  I w as be ing  naugh ty ...They a ll fe ll ou t b ig  tim e '.
T h e  p a re n ts  fe lt th e y  w e re  s o m e t im e s p e rc e iv e d , b y  o th e rs , a s  th e  ‘b itte r  
saddo ’, w h ic h  le d  to  th e ir  v ie w s  a n d  o p in io n s  b e in g  d is c o u n te d . T h e  p a re n ts  
th e n  fe lt  d is e m p o w e re d  b y  th is  e x p e r ie n c e :
‘...you r advocacy powers are extrem e ly ham pered ...if they don ’t wan t to
lis ten ...'.
A rg u in g  th e ir  p o in t  s e e m e d  h o p e le s s :
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'.../ just fee l like you ’re ta lk ing un til you ’re b lue in the face ’; ‘She was ve ry
s tubbo rn ’.
T h e  p a re n ts  fe lt  th e ir  w o rd s  h a d  n o  a u th o r ity  b e c a u s e  th e y  w e re :
‘...com p le te ly  d iscred ited in the fac t tha t...you ’re  jus t a pa ren t, in den ia l....you  
are  rea lly  d isem powered .
I t w a s  a s  th o u g h  n o  o n e  c o n s u lte d  th e m  o v e r w h a t m ig h t b e  b e s t fo r th e ir
c h ild re n :
‘H ow  on ea rth  can they expect to  have any k ind  o f p repa ra tion fo r teach ing  h im  
w ithou t speak ing to  us  firs t?’ .
D e n ie d  a  v o ic e , th e  p a re n ts  fe lt  d e p e n d e n t u p o n  p ro fe s s io n a l a ll ie s  to  s p e a k  fo r
th e m :
‘I rea lly hugged tha t lady (p s y c h o lo g is t)  a fte r he r summary . I sa id , "You are  
rea lly  speak ing  fo r m e ’” .
A t t im e s  th e  p a re n ts  a b a n d o n e d  m o t iv a t io n  a n d  e n c o u ra g e m e n t a s  ta c t ic s  fo r  
s e c u r in g  c o -o p e ra t io n , f ro m  p ro fe s s io n a ls , in  fa v o u r o f th e  ‘s tick a s  o n ly  th is
s e e m e d  to  m a k e  a  d if fe re n c e :
‘ ...you so m uch try and be very pos itive about a ll the he lp you ge t...'; 
‘...u ltim a te ly ...a  b it o f s tick is  requ ired ; ‘ I ’m  go ing to ge t the Code o f P ractice  
ou t and  w hack  it down a t them  b ig  and  ha rd .‘.
I t  w a s  fe lt  th a t  th e  o n ly  th in g  th a t w o u ld  m a k e  s c h o o l s ta ff  s to p  a n d  lis te n  w a s :
‘...the  fea r o f w ha t m igh t happen to  them  if they  don ’t.
P ro fe s s io n a ls  c o u ld  re ta lia te , h o w e v e r , a s  th e y  w e re  p e rc e iv e d  a s  h a v in g :
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. .m any w ays o f m ak ing  you r life  ve ry  d ifficu lt, as  d ifficu lt as  poss ib le ...’.
S to r ie s  fro m  th e  b a t t le f ie ld  c re a te d  a  fe a r  o f  fu tu re  c o n s e q u e n c e s :
‘W e ll, they  (s c h o o l s ta ff )  d id  m anage it ( to  g e t r id  o f a n o th e r d is a b le d  c h ild  f ro m  
th e  s c h o o l)  w ith Tanya ’.
T h e  e ffe c ts  o f th is  w a r w e re  fe lt p e rs o n a lly  a n d  d e e p ly ; th e y  im p a c te d  o n  
e v e ry d a y  l i fe :
‘P eop le  ( s c h o o l s ta ff )  won ’t look  m e  in  the face w hen Tm  in  the  p layground ...'.
S om e  p ro fe s s io n a ls  s e e m e d  to  h a v e  a :
‘...pa tho log ica l con tem pt fo r pa ren ts ...espec ia lly ones who have op in ions and
th ink  fo r them se lves '.
In  th is  w a r  n o  p r is o n e rs  w e re  ta k e n :
‘...she ’s  (p ro fe s s io n a l)  jus t sp ite fu l rea lly ...S he ’s  go t th is  sp ite fu l s ide  to  he f.
T h is  b ro u g h t  o n  to  th e  p a re n ts :
‘. . .a  w ho le  load  o f unnecessa ry  s tress ...'.
T h is  w a s  fe lt  a s  a  g re a te r  b u rd e n  th a n  th e  a c t  o f  p a re n tin g  a  c h ild  w ith  a u tis m :
‘...a ll tha t po litics stu ff, tha t’s m ore of a stress in manag ing than  
paren ting ...paren ting ’s  a dodd le  by com parison ...’’, ‘ It ’s  a lw ays s tu ff to  do w ith  
the schoo l and  w ha t’s  happen ing  the re w ith  h im ...tha t a ttacks  m e ’
T h e  p a re n ts  p e rc e iv e d  p ro fe s s io n a ls  a s  a ls o  fe e lin g  th e  e f fe c ts  o f  th e  w a r :
‘They  ge t m ore and  m ore  de fens ive ...they  take it qu ite  pe rsona lly’.
1 8 7
T h is  c re a te d  e m o t io n a l c o n fu s io n  in  p a re n ts . T h e y  e x p e r ie n c e d  fe e lin g s  o f  g u ilt  
o v e r  th e ir  b e h a v io u r  b u t a t  th e  s a m e  t im e  th e y  fe lt  a s  th o u g h  th e y  h a d  n o  c o n tro l 
o v e r  h o w  th e y  a c te d :
‘I cou ldn ’t s top  m yse lf.
G a in s  s e e m e d  h a rd  w o n  b u t e a s ily  lo s t :
. .it ’s  rea lly  d ifficu lt fo r m e to  say  som eth ing  about it because  I ’m  on ly  jus t a t the  
s tage where I’ve go t them  to le t m e go in to he lp when I know  fo r a fac t they  
were  despe ra te  to  ge t pa ren t he lpe rs  in  and  they  jus t w ou ldn ’t le t m e in  a t a ll’.
P ro fe s s io n a ls  w e re  p e rc e iv e d  a s  s o m e t im e s  f ig h tin g  a m o n g s t th e m s e lv e s  a n d  
th e  p a re n ts  w e re  f r ig h te n e d  o f  b e c o m in g  c a s u a lt ie s  if  th e y  b e c a m e  c a u g h t in  th e
m id d le :
‘I d idn ’t w an t to  be  invo lved  in  any  k ind  o f con trove rsy  be tw een them ...’.
T h e  p a re n ts  a d o p te d  th e  la n g u a g e  o f  p ro fe s s io n a ls :
‘S o we ’ve been us ing tha t fo r so rt o f tu rn tak ing '; ‘N o t jus t chas ing gam es bu t 
in te r-ac ting  gam es’; ‘...s topp ing  us ing  language  m in im a lisa tion ’
a n d  s o m e t im e s  c h a lle n g e d  th e  ‘p ro fe s s io n a l m y s t iq u e ’ o f  ja rg o n :
‘...one o f the Speech Therap is ts  w as try ing  to  say  he has go t echo la lia ...! know  
exactly  w ha t echo la lia  m eans... ’.
F o r  th e  p a re n ts , it  fe lt  a s  th o u g h  th e y  w e re  e n g a g e d  in  a  b ru ta l a n d  e x h a u s t in g  
w a r w ith  th e  p ro fe s s io n a ls . A s  p ro fe s s io n a ls  s e e m e d  to  h a v e  a ll o f th e  p o w e r 
th ro u g h  th e ir a b il ity  to  c o n tro l re s o u rc e s , th e  p a re n ts  s a w  th e m s e lv e s  a s  
c o m p e lle d  to  u n d e rm in e  ra th e r  th a n  to  d ire c t ly  c o n fro n t th e m . I t w a s  d if f ic u lt to
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f in d  a ll ie s  a m o n g  th e  p ro fe s s io n a ls  a s  th e s e  w e re  s e e n  a s  c o llu d in g  to g e th e r  to  
p ro te c t th e ir  p o s it io n .
We must be wrong
P a re n ts  fo u n d  th e ir  p e rc e p t io n s  o f th e ir c h ild re n  c h a lle n g e d  a n d  c h a n g e d  b y  
p ro fe s s io n a l in te rv e n t io n . T h e y e x p e r ie n c e d c o n fu s io n  a s s ta te m e n ts  fro m  
p ro fe s s io n a ls  c a u s e d  th em  to  q u e s t io n  th e ir  o w n  b e lie fs  a b o u t th e ir  c h ild re n ’s  
a b il it ie s  a n d  s ty le s  o f  le a rn in g :
‘...I w as qu ite  p leased w ith  how  he ’s  do ing . N ow  I’m  th ink ing is  he do ing w e ll o r 
is  he  jus t g iv ing  the  im press ion o f do ing w e ll...’.
E v e n  fe e lin g  p o s it iv e  a b o u t h o w  th e ir  c h ild  w a s  d e v e lo p in g  b e c a m e  a  c a u s e  fo r  
c o n c e rn  a s  th o u g h  b e in g  p o s it iv e  w a s  in h e re n t ly  a  b a d  th in g , a  re fu s a l to  a c c e p t  
th e  ‘n e g a t iv e ’ re a lity :
‘ . . .o n e  o f m y concerns is tha t I fee l positive and I som etim es th ink am  I jus t 
...no t accep ting  tha t the re  w ill be  p rob lem s .
T h e  p a re n ts  b e g a n  to  v ie w  th e ir  c h ild re n ’s  b e h a v io u r th ro u g h  th e  p ro fe s s io n a l 
‘ le n s ’ , re in te rp re t in g  w h a t w a s p re v io u s ly  s e e n a s ‘n o rm a l’ b e h a v io u r a s
in d ic a to rs  o f  a u tis m :
‘...ins tead o f jus t th ink ing tha t it ’s a 3 yea r o ld ...w e u ltim a te ly th ink tha t R ita  
(a u t is m  p ro fe s s io n a l) wou ld say, “w e ll, tha t’s one o f the s igns (o f a u tis m ) or  
som eth ing like tha t...’” ; ‘...even if he does the sam e th ing as norm a l 
ch ild ren ...w e th ink because he has go t th is th ing (a u t is m ) , tha t is w hy he is
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do ing  th is’ ; ‘...lam  sure tha t it w on ’t a ffec t h im ...bu t then we don ’t know ...he ’s  
au tis tic ...au tis tic  ch ild ren , they  don ’t w an t to  change ... th ings ....’.
T h e y  b e c am e  c o n c e rn e d  a b o u t fu tu re  d e v e lo p m e n t, p e rc e iv in g  p ro fe s s io n a ls  a s  
p re d ic t in g  th e  o n s e t o f m o re  s ig n if ic a n t d if f ic u lt ie s  th a n  th o s e  c u r re n tly  b e in g
e n c o u n te re d :
‘...because tha t’s w ha t they kept te lling us ( th a t h e  w o u ld  b e c om e  lik e  o th e r  
c h ild re n  w ith  a u t is m ) ’ .
T h e  p ro fe s s io n a l o u t lo o k  s e e m e d , to  th e  p a re n ts , to  b e  u n n e c e s s a r i ly  g lo o m y :
‘...I (p a re n t)  don ’t fee l they  a re  as  bad  as  you  (p ro fe s s io n a l)  th ink  they  a re ...’.
H o w e v e r , p ro fe s s io n a ls  c o u ld  a ls o  re a s s u re :
‘...she  (p ro fe s s io n a l)  sa id  som e k ids do  im prove w ith  th is  pa rticu la r au tism ...’.
P ro fe s s io n a ls  w e re  s e e n  a s  p e rs is te n t a n d  d if f ic u lt to  re s is t :
..they  kep t te lling  us ...’ -, ‘...they  kep t say ing ...so  then I s ta rted  th ink ing ...’.
A s  a  re s u lt , th e  p a re n ts  c h a n g e d  th e ir  b e h a v io u r , e v e n  th o u g h  th is  m e a n t g o in g  
a g a in s t th e ir o w n in s t in c ts ; la te r , p a re n ts p e rc e iv e d th is a s h a v in g  
d is a d v a n ta g e d  th e ir  c h ild re n :
‘...I assum ed they were say ing he m igh t no t be unders tand ing it, so I was  
repea ting  it ove r and ove r and ove r, o f cou rse , the poo r lad ’s  hea ring th is 100  
tim es ove r, unders tand ing it the firs t tim e, hea ring it 100 tim es.’; ‘...so then I 
s ta rted th ink ing we ll m aybe I’m  jus t figh ting it because I’m  sca red o f the word  
(a u t is m ) , maybe I ough t to g ive a little b it and accep t wha t they ’re  
(p ro fe s s io n a ls )  te lling  m e is  righ t ...so  I s ta rted  to  go  a long w ith  it...’.
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In f lu e n c e d  b y  p ro fe s s io n a l in p u t, p a re n tin g  s ty le s  b e c a m e  m o re  d ire c t iv e  a n d
in te n s iv e :
‘S o  it ’s been drilled in to h im ...’; ‘I have been very tough on h im ...’ ’, ‘...w e  
changed  w hen we accep ted the ir expe rt.
E v e n  s o , th e  p a re n ts  fe lt th a t th e y  m a in ta in e d  th e ir  fu n d am e n ta l b e lie fs  in  th e ir
c h ild re n ’s  a b il i t ie s :
‘A nd  I’ve  neve r changed  m y w ay o f th ink ing , I neve r have done and  I d id  try ...’.
T h e  p a re n ts  d id , a t t im e s , q u e s t io n  th e ir  o w n  p e rc e p tio n s  w h e n  p ro fe s s io n a ls  
c ite d  ‘e v id e n c e ’ f ro m  in te ra c t io n s  n o t o b s e rv e d  b y  th e  p a re n ts :
‘S he (p ro fe s s io n a l) s a y s  tha t the s igns wou ld be m ore ev iden t ou ts ide the  
hom e...’ ; ‘...the c lass teache r d id  m en tion  tha t ...w hen he is  irrita ted  he can be  
aggress ive w h ich I th ink  m ay be true  (b u t) . . .tha t k ind  o f th ing  w e haven ’t no ticed
a t hom e...’.
I f  s o m e th in g  w a s  s a id  b y  a  p ro fe s s io n a l th e n  th e  p a re n ts  fe lt  it  m u s t b e  t ru e :
‘...I don ’t know , he m ust be do ing tha t (b e in g  a g g re s s iv e  in  c la s s ) , we don ’t
know ’.
P ro fe s s io n a l o p in io n s  w e re  s e e n  a s  d if f ic u lt  to  c o u n te r  w ith o u t ru n n in g  th e  r is k  
o f  re p e rc u s s io n s :
‘...if w e even question  any th ing , tha t’s  it. You ’ve  had  if.
W h e n  p ro fe s s io n a ls  a c c e p te d  th e  p a re n ta l p e rs p e c tiv e  th is  th e n  fe lt, to  th e  
p a re n ts , l ik e  ‘b o th  s id e s ’ w e re  w o rk in g  to g e th e r :
‘...they ’ve com e round  to  the w ay I’ve  been  th ink ing and  w ha t I ’ve  been  say ing ’. 
1 9 1
S e e k in g  h e lp  fo r  th e ir  c h ild re n  s o m e tim e s  fe lt l ik e , ‘s e ll in g  h im  down the  rive f a s  
p a re n ts  s a w  th e m s e lv e s  a s  fo rc e d  to  e m p h a s is e  a ll th a t  th e ir  c h ild re n  c o u ld  n o t
d o :
‘...w hen we wen t fo r D isab led L iv ing A llow ance ...tha t’s w hen you th ink I can ’t 
be lieve I ’m  w riting  th is  about h im ’.
P ro fe s s io n a l o p in io n  w a s  e x p e r ie n c e d , b y  th e  p a re n ts , a s  a  p o w e r fu l fo rc e  th a t 
w a s  d if f ic u lt  to  re s is t . T h e  p ro fe s s io n a l a g e n d a  w a s  p e rc e iv e d  b y  th e  p a re n ts  a s  
b e in g  u n n e c e s s a r i ly  fo c u s e d  o n  im p a irm e n t ra th e r th a n  a b il i ty . H o w e v e r, th e  
p a re n ts  fo u n d , a t le a s t in it ia l ly , th e  s tre n g th  o f th e  p ro fe s s io n a l d is c o u rs e  to o  
s tro n g  to  re s is t . E m o tio n a lly , th o u g h , th e  p a re n ts  re ta in e d  th e ir  b e lie f in  th e ir  
c h ild re n ’s  a b il it ie s  a n d  fe lt  a b le  to  re a s s e r t  th e ir  o r ig in a l p o s it io n  a s  s o o n  a s  th e y  
p e rc e iv e d  a n y  w e a k e n in g  o f  th e  p ro fe s s io n a l p o s it io n .
Professionals have their uses
P ro fe s s io n a ls  w e re  s e e n  a s  b e in g  p ra c t ic a l a n d  e f f ic ie n t a n d  h ig h ly  s k il le d , in  
s o m e  a re a s  o f  th e ir  p ra c tic e :
‘...they a re ve ry p rac tica l...a ll the I’s a re do tted and the T ’s crossed they a re  
ve ry good ...’ ; ‘She ’s very sk illed . She ’s go t loads o f sk ills . She ’s go t 
cha rism a ...’; ‘I have a  lo t o f respect fo r them ... they ’re  do ing  the ir  job  ’.
R e c o g n it io n  b y  th e m  o f th e  c h ild re n ’s  p ro g re s s  w a s h ig h ly  v a lu e d  b y  th e  
p a re n ts :
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‘ . . . ( s h e , p ro fe s s io n a l)  actua lly w as ve ry  good  las t tim e she cam e. She sa id  she  
cou ld  see g rea t im provem en t in  h im ...’.
P o s it iv e  c o m m e n ts  f ro m  p ro fe s s io n a ls  w e re  w e lc o m e d  a n d  a c c e p te d  a s  v a lid :
‘...she was a lo t m ore pos itive ...’; ‘W e can see tha t they a re see ing h im  (o u r  
s o n )  now , they a re  see ing  h im  ’
a n d  e n g e n d e re d  a  p o s it iv e  e m o t io n a l e f fe c t :
7  was on top  o f the w orld  ’.
G re a te r  v a lu e  w a s  p la c e d  o n  p ro fe s s io n a l o p in io n  w h e n  th e  p a re n ts  c o u ld  s e e
th e ir  o w n  c h ild re n  re f le c te d  in  th e  o b s e rv a t io n s :
’ . . .w e  knew  they now  see h im  as opposed to  jus t ta lk ing about a sub jec t in  
genera l...’ .
P ro fe s s io n a ls  w e re  s e e n  a s  a b le  to  a c c e s s  re s o u rc e s  a n d  p ro v id e  e d u c a tio n a l 
s u p p o r t  fo r  th e  c h ild re n :
‘...som ebody to be sa t w ith h im  to encou rage h im  to ...’; ‘H e  is  ge tting spec ia l 
needs  ( s u p p o r t ) .  He is  m ak ing  trem endous p rog ress ’.
In s om e c a s e s th is a p p e a re d  to m a k e a ll th e p a in fu l in te ra c t io n w ith  
p ro fe s s io n a ls  w o r th w h ile :
‘...he ’s on the righ t track and he ’s ge tting spec ia l needs ca re wh ich wou ld  no t 
have happened if w e kep t qu ie t.
T h e re  w a s  s o m e  e m p a th y  w ith  p ro fe s s io n a l c o n s tra in ts :
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‘M ind you , he ’s so young it ’s d ifficu lt to p red ic t how  th ings a re go ing to work  
ou t.. .so  they  (p ro fe s s io n a ls )  don ’t m ake  any  comm ent on  it... ’
a n d  it w a s  v ie w e d  a s  p o s it iv e  th a t p ro fe s s io n a l m o n ito r in g  w o u ld  b e  in  p la c e
w h e n  th e ir  c h ild re n  w e re  in  s c h o o l:
‘. . .if there  a re  any  p rob lem s there ’s  som ebody w ho know s abou t h im ... ’.
P ro fe s s io n a l o p in io n  c o u ld  b e  re a s s u r in g :
‘ (P ro fe s s io n a l)  says she ’s  pe rfec tly  con fident he ’ll ju s t go in to schoo l and  have  
a good tim e ... ’; ‘...she d idn ’t say “ O h we ll you see tha t’s  pa rt o f the au tism ”, 
she  jus t sa id , “ W e ll tha t’s  fou r yea r o lds fo r you , isn ’t it? ” and tha t w as love ly
fo r m e to  hear tha t...’.
L e s s e n in g  o f p ro fe s s io n a l in te rv e n t io n  w a s  e x p e r ie n c e d  a s  a  p o s it iv e  s ig n  fo r
th e  fu tu re :
. .she  jus t phones m e up , “R igh t I ’ll see  you  m aybe next yea r”.
P ro fe s s io n a ls  w e re  s e e n  a s  in d iv id u a ls  w ith  s o m e  b e in g  th o u g h t o f a s  m o re  
h e lp fu l th a n  o th e rs :
‘...they  w ere rea lly  be ing  qu ite  he lp fu l...the re  w as som e genu ine com pass ion  in  
tha t p la c e . * ; ‘...they ’re  no t a ll the  sam e. They ’re  a ll ind iv idua ls ..
b e c a u s e  th e y  a p p e a re d  to  k e e p  a n  o p e n  m in d  a n d  w e re  ‘re s p o n s iv e ’ to  p a re n ta l 
in p u t:
‘...she ’s a free th inke r...she ’s g rea t...‘...love ly lad ...he ’s go t a reasonab ly  
open m inc f.
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P o s it iv e  re la t io n s h ip s  w ith  p ro fe s s io n a ls  le d  to  a  s o f te n in g  o f p o s it io n  a n d  a  
le s s e n in g  o f  c o n f l ic t :
. .then  lik ing  them . ..Ido  s lip  down from  m y h igh  ho rse
P ro fe s s io n a ls  d id  n o t h a v e  to  g e t it r ig h t a lw a y s  b u t th e  p a re n ts  h a d  to  p e rc e iv e  
th e m  a s  t ry in g  to  d o  s o :
'...they w ere  so  responsive  and  so ...try ing  despe ra te ly  to  do the  righ t th ing
T h e  L o c a l E d u c a tio n  A u th o r ity  w a s  s e e n  a s  a n  a lly  in  d is p u te s  w ith  o th e r  
e d u c a t io n a l p ro fe s s io n a ls :
‘...the LEA  were ve ry  good ...lay ing  down the law ...’
b u t th is  w a s  p e rc e iv e d  a s  h a v in g  lim ite d  e f fe c t :
‘B u t w he the r tha t in  the  long  run  has done us  any  good , I don ’t knoW .
P ro fe s s io n a ls  c o u ld  fa c il i ta te  in te ra c t io n  b e tw e e n th e p a re n ts  a n d o th e rs  
p a re n ts  o f  c h ild re n  w ith  a u tis m :
‘...eve ry m on th they  (p a re n ts  g ro u p  ‘o rg a n is e d ’ b y  p ro fe s s io n a ls ) are go ing to  
ge t toge the r som e p lace .. .1 thought it w as a  w onderfu l idea ’.
S om e p ro fe s s io n a ls w e re , th e re fo re , e x p e r ie n c e d m o re p o s it iv e ly  b y th e  
p a re n ts . P o s it iv e  e x p e r ie n c e s  te n d e d  to  a r is e  w h e n  p a re n ts  fe lt l is te n e d  to  a n d  
w h e n  p ro fe s s io n a ls  s e e m e d  m o re  in te re s te d  in  th e  c h ild re n  th a n  f in d in g  th e
c o r re c t la b e l.
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Professionals are cold and emotionless
P ro fe s s io n a ls  w e re  p e rc e iv e d  a s  to u g h  a n d  w ith o u t  c o m p a s s io n :
‘They don ’t try  to  p re tty  any th ing up ...’} ‘R ita ’s  (p ro fe s s io n a l)  no t sca red  o f us ing  
it ( th e  w o rd  a u t is m ). . . ’ ; ‘...they don ’t g ive you any so rt o f com fort do they 1} 
‘...they  w en t in  qu ite  ha rd ...’.
T h e p a re n ts fe lt u n c a re d fo r a n d d is re g a rd e d in th e ir in te ra c t io n s w ith  
p ro fe s s io n a ls :
‘...bu t the ir peop le ca re sk ills w ith pa ren ts ...tak ing on boa rd  ou r op in ions on it 
are ve ry  m uch no t taken in to  accoun t...’.
T h e  m o t iv e s  o f  p ro fe s s io n a ls  o f te n  s e e m e d  c ru e l a n d  m a n ip u la t iv e :
‘...g ive you another coup le o f m on ths to s tew  on it...’} ‘...som e k ind o f shock  
techn ique o r som eth ing ...’} ‘They try to knock  you down so they can bu ild  you  
up aga in ’.
T h e  d e s ire  to  h e lp  p a re n ts  s e e m e d  to  b e  a b s e n t :
‘S he ’s (p ro fe s s io n a l)  jus t o f a fram e o f m ind where she doesn ’t w an t to be  
he lp ing  peop le  like  us ’.
S om e  p ro fe s s io n a ls  w e re  s e e n  a s  h a v in g  p e rs o n a lity  c h a ra c te r is t ic s  th a t m a d e
th e m  u n s u ita b le  fo r  th e ir  w o rk :
‘S he ’s go t th is sp ite fu l s ide to he f} ‘...she ’s a con tro l freak ’} ‘...she does it on  
purpose . She finds ou t w ha t bugs  you  and  then she goes and  does it ’} ‘S he w as  
a b it ab rup t... ’; ‘...she w as ve ry  s tubbo rn ...’.
A t t im e s  th e y  s e e m e d  m o re  a n im a l th a n  h u m a n :
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‘...they ’d  fo rm  packs aga ins t you ...’; ‘They’re  ru th less  b itches frankly ’
a lth o u g h  s o m e  w e re  s e e n  to  h a v e  s o m e  p o s it iv e  q u a lit ie s :
‘...they ’re so gen tle ...she ’s  a n ice docto r...she asked  bo th the tim es, “W hat do  
you th ink  now?”... ’.
P ro fe s s io n a ls  a ls o  s e e m e d  d is ta n t a n d  re m o te  f ro m  th e  c h ild re n :
‘...he (c h ild ) d idn ’t know her (p ro fe s s io n a l) and it was k ind o f no try ing to
in te rac t w ith  h im ’.
O v e ra ll th e  im p re s s io n  o f p ro fe s s io n a ls  w a s  a  v e ry  n e g a t iv e  o n e . T h e  p a re n ts  
p e rc e iv e d  th e m  a s  u n c a r in g  a n d  in te n t o n  p u rs u in g  th e ir  o w n  a g e n d a  a t th e  
e x p e n s e  o f c h ild re n ’s  w e lfa re . T h e  p ro fe s s io n a ls  d id  n o t a p p e a r , to  th e  p a re n ts , 
to  h a v e  a n y  d e s ire  to  u n d e rs ta n d  o r  s u p p o r t th e  p a re n ta l p o s it io n .
T h is  c h a p te r h a s  fo c u s e d  o n  th e  p a re n t ’s  e x p e r ie n c e s  o f p ro fe s s io n a ls . I t h a s  
e s ta b lis h e d  th a t th e  p a re n ts  fe lt d is e m p o w e re d  a n d d is re g a rd e d in  th e ir  
re la t io n s h ip s  w ith  th e  p ro fe s s io n a ls  in v o lv e d  in  th e  d ia g n o s t ic  p ro c e s s  a n d  th e  
e d u c a t io n  o f  th e ir  c h ild re n . T h e  p ro fe s s io n a l a g e n d a  w a s  fe lt  to  b e  d is t in c t f ro m , 
a n d  in  o p p o s it io n  to , th a t o f  th e  p a re n ts . T h e  p a re n ts  fe lt  c o m p e lle d  to  a p p e a r  to  
e n g a g e  w ith  th e  p ro fe s s io n a l a g e n d a  to  a v o id  n e g a t iv e  re p e rc u s s io n s  fo r  th e ir  
c h ild re n . R a th e r th a n  c o n fro n t in g  th e  p ro fe s s io n a ls  o p e n ly  th e  p a re n ts , in  th is  
s tu d y , c a r r ie d  o u t v a r io u s  fo rm s  o f s u b v e rs iv e  re s is ta n c e . O n ly  w h e n  p a re n ts  
fe lt th a t th e y  w e re  tru ly  lis te n e d  to  d id  th e y  fe e l a b le  to  w o rk  a lo n g s id e  
p ro fe s s io n a ls .
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T h e  f in a l c h a p te r  w il l s u m m a r is e  b o th  p a r ts  o f  th e  d is s e r ta t io n  a n d  c o n c lu d e  th is  
w o rk  b y  s u g g e s t in g  h o w  p ro fe s s io n a l p ra c tic e  m ig h t b e  m o d if ie d  to  e n a b le  
p a r tn e rs h ip , b e tw e e n  p a re n ts  a n d  p ro fe s s io n a ls , ra th e r  th a n  c o n f lic t .
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Chapter Nine: Summary, Implications and Outcomes
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In  p a r t o n e  o f th is  d is s e r ta t io n  I id e n t if ie d  th e  fo c u s  o f th is  s tu d y  a s  a n  
e x p lic a t io n  o f h o w  th e  p ro c e s s  o f  d ia g n o s in g  a u tis m  im p a c ts  u p o n  th e  l i fe w o r ld s  
o f th re e  s e ts  o f p a re n ts . I th e n  p la c e d  th e  re s e a rc h  w ith in  a  c o n te x t o f n e w  
c h a lle n g e s  to  s e rv ic e  p ro v id e rs , a s  d ia g n o s t ic  b o u n d a r ie s  b ro a d e n  a n d  m o re  
c h ild re n  a re  d ia g n o s e d  w ith  th e  s y n d ro m e . W ith in  th e  re v ie w  o f th e . l i te ra tu re , 
re la te d  to  th e  e x p e r ie n c e s  o f p a re n ts  o f c h ild re n  w ith  a u tis m , I i l lu s tra te d  h o w  
th e  a u t is m  s p e c if ic  l i te ra tu re  h a s  tra d it io n a lly  p re s e n te d  a  n e g a t iv e  v ie w  o f th e  
p a re n tin g  e x p e r ie n c e . T h is  w a s  th e n  c o n tra s te d  w ith  th e  m o re  p o s it iv e  a c c o u n ts  
o f p a re n tin g  a  d is a b le d  c h ild  a r is in g  fro m  g e n e r ic  d is a b il i ty  re s e a rc h . T w o  
p r in c ip a l m o d e ls  fo r u n d e rs ta n d in g  d is a b il i ty  w e re  a ls o  d e fin e d  a n d  c o m p a re d . 
T h e s e  w e re  th e  in d iv id u a l a n d s o c ia l m o d e ls o f d is a b il i ty , w h ic h  I th e n  
c o n s id e re d  in  re la t io n  to  th e  a g e n d a s  o f d is a b il ity  re s e a rc h . L ife w o r ld  w a s  
id e n tif ie d  a s  th e  m e th o d o lo g y  s e le c te d  fo r  th is  s tu d y  a n d  th e  p h e n om e n o lo g ic a l 
p r in c ip le s  u n d e rp in n in g  it  w e re  e lu c id a te d . I h ig h lig h te d  th e  e m a n c ip a to ry  n a tu re  
o f th e  m e th o d o lo g y  a n d  d e s c r ib e d  h o w  L ife w o r ld  w a s  a d a p te d  to  m e e t th e  
n e e d s  o f  th is  p a r t ic u la r in v e s t ig a t io n .
In  p a r t  tw o  o f  th e  d is s e r ta t io n  I h a v e , s o  fa r , p re s e n te d  ‘h o w ’ th e  p a r t ic ip a n ts  in  
th is  s tu d y  e x p e r ie n c e d  th e  p ro c e s s  o f  th e ir  c h ild re n  b e in g  d ia g n o s e d  w ith  A S D s . 
I i l lu s tra te d  th is  th ro u g h  a  d e s c r ip t iv e  ‘p h e n o m e n o lo g ic a l ’ a c c o u n t th a t re c o rd e d  
th e  e x p e r ie n c e s  a s  c o lla te d  a n d  ‘in te rp re te d ’ b y  m e  a s  re s e a rc h e r .
In  th is  f in a l c h a p te r I w il l n o w  c o n s id e r  th e  ‘w h y ’ ; s p e c u la t in g , b a s e d  o n  m y  
k n o w le d g e  o f  th e s e  p a re n ts ’ e x p e r ie n c e s , c o n ta c t w ith  o th e r p a re n ts  th ro u g h  m y  
p re v io u s  p ro fe s s io n a l p ra c t ic e  a n d  th e  lite ra tu re  re v ie w e d  in  c h a p te r  tw o , o n  th e  
re a s o n s  w h y  th e  p a re n ts  m ig h t h a v e  e x p e r ie n c e d  th e  p ro c e s s  in  th is  w a y . I w il l 
s u m m a r is e  w h a t I h a v e  d is c o v e re d  a b o u t th e  e x p e r ie n c e s  o f p a re n ts  in v o lv e d
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w ith  th e  d ia g n o s t ic  p ro c e s s  a n d  d is t in g u is h  th e  f in d in g s  o f  th is  s tu d y  f ro m  th o s e  
d is c u s s e d  w ith in  th e  lite ra tu re  re v ie w . A  c r it iq u e  o f  th e  re s e a rc h  m e th o d s  w il l b e  
o f fe re d  w ith  s u g g e s tio n s  fo r h o w  I m ig h t a p p ro a c h  a n d  in fo rm  fu tu re  s tu d ie s . 
R e le v a n t  fo c i fo r  fu r th e r  in v e s t ig a t io n  w il l a ls o  b e  id e n t if ie d . I w il l e n d  th e  c h a p te r  
b y  s u g g e s t in g  g u id e lin e s , b a s e d o n  th e  e v id e n c e  o f th is  s tu d y , fo r h o w  
p ro fe s s io n a l p ra c t ic e  m ig h t b e  im p ro v e d  in  o rd e r to  p ro v id e  a n  e n a b lin g  a n d  
e m p o w e r in g  s e rv ic e  fo r  p a re n ts  a n d  c h ild re n .
Summary: Surviving diagnosis
T h e fo llo w in g s e c t io n s s um m a r is e m y ‘in te rp re ta t io n ’ o f th e p a r t ic ip a n ts ’ 
e x p e r ie n c e s  o f th e  d ia g n o s t ic  p ro c e s s  a n d  o f h o w  th is  p ro c e s s  im p a c te d  u p o n  
th e ir  l i fe w o r ld s . T h e  p a re n ts , in  th is  s tu d y , e x p e r ie n c e d  th e  d ia g n o s t ic  p ro c e s s  
o f a u tis m  a s  a  c irc u la r  jo u rn e y  w ith  fo u r  k e y  s ta g e s . P r io r  to  th e  d ia g n o s is , th e y  
b e g a n  a s , Paren ts , e n jo y in g  th e ir  re la t io n s h ip  w ith  th e ir  c h ild re n , a lth o u g h  th e y  
h a d s om e c o n c e rn s  o v e r a s p e c ts  o f th e ir c h ild re n ’s  d e v e lo pm e n t. T h e s e  
c o n c e rn s  le d  to , P ro fess iona l in te rven tion , o r ig in a lly  s o u g h t, b y  th e  p a re n ts , to  
s u p p o r t  th e ir  c h ild re n  w ith  s p e c if ic  d e v e lo pm e n ta l is s u e s . H o w e v e r , th is  re s u lte d  
in  th e  p a re n ts  fe e lin g  a s  th o u g h  th e ir c h ild re n  h a d  b e e n  ‘s to le n ’ f ro m  th e m . 
D is e m p o w e re d , d e s k il le d  a n d  p e rc e iv in g  th e m s e lv e s  a s  v ie w e d  a s  d if fe re n t  
f ro m  th e  p a re n ts  o f n o n -d is a b le d  c h ild re n  th e y  b e c a m e , in  tu rn , D isab led  
Paren ts . E v e n tu a lly , ‘P a ren ta l R esu rgence ’ o c c u r re d ; th e  p a re n ts  e x p e r ie n c e d  a  
re tu rn  o f c o n fid e n c e  in  th e ir  a b il ity  to  p a re n t th e ir  c h ild re n , le a rn in g  to  ‘s e e ’ th e ir  
o w n  c h ild  a g a in  b y  fo c u s in g  o n  th e  c h ild  ra th e r  th a n  th e  s y n d ro m e . T h e y  th e n  
s a w  th e m s e lv e s a g a in a s ‘s im p ly ’ ‘P a rents ’. H ow e v e r , a t th e ‘P a ren ta l 
Resurgence ’ s ta g e  o f th e  jo u rn e y  th e  p a re n ts  s o m e t im e s  re tu rn e d  to  th e  
‘D isab led Paren ts ’ s ta g e , fo r  te m p o ra ry  p e r io d s , ra th e r  th a n  m o v in g  fo rw a rd  to
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Paren ts ’, a s  le v e ls  o f  c o n fid e n c e  a n d  b e lie f  in  a  p o s it iv e  fu tu re  c o u ld  v a ry  a t a n y  
t im e  (s e e  f ig u re  o n e  b e lo w ) . E a c h  o f th e s e  s ta g e s  w il l n o w  b e  c o n s id e re d  in
m o re  d e ta il.
P ro fe s s io n a l
In te rv e n t io n
Figure One: A Circular Journey
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Parents
T h e  p a re n ts  ta lk e d  a b o u t th e  e x p e r ie n c e  o f h o w  th e y  b e g a n  b y  lo v in g  th e ir  
c h ild re n , fe e lin g  b o n d e d , p e rc e iv in g  th e m s e lv e s  a s  e x p e r ts  o n  th e ir  s o n s  a n d  in  
c h a rg e  o f w h a t h a p p e n e d  to  th e ir  fa m ily . P le a s u re  w a s  ta k e n  in  a c h ie v e m e n ts ;  
h um o u r fo u n d in id io s y n c ra t ic b e h a v io u r . T h e y s p e c u la te d o n p o s it iv e  
p o s s ib il it ie s  fo r th e ir c h ild re n ’s  fu tu re s . S om e  c o n c e rn s , fo r e x a m p le  ‘s lo w  
d e v e lo pm e n t ’ o f la n g u a g e  s k il ls  o r a  te n d e n c y  fo r th e ir c h ild re n  to  is o la te  
th e m s e lv e s , a ro s e  in  re la t io n  to  th e ir c h ild re n ’s  d e v e lo p m e n t. T h e s e  is s u e s  
w e re  ra is e d  b y  th e  p a re n ts , o th e r fa m ily  m em b e rs  o r  d ire c t ly  b y  p ro fe s s io n a ls . 
C o m p a r is o n s  w e re  m a d e  w ith  o th e r c h ild re n  o f th e  s a m e  a g e , s o m e t im e s  
e n a b lin g  th e  p a re n ts  to  a lla y  c o n c e rn s  b u t, m o re  fre q u e n t ly , fu e ll in g  a n x ie ty . 
P ro fe s s io n a ls  w e re  c o n s u lte d  fo r  p ra c t ic a l id e a s  to  h e lp  th e  c h ild re n  b o o s t th e s e  
s k il ls , s p e e c h  a n d  la n g u a g e  u s u a lly  b e in g  th e  f irs t  re q u e s t.
Professional intervention
O n e  p ro fe s s io n a l b ro u g h t in  a n o th e r , s o m e tim e s  w ith o u t a n y  p r io r c o n s u lta t io n  
w ith  th e  p a re n ts ; c o n c e rn s  w e re  s h a re d  b e tw e e n p ro fe s s io n a ls  a n d  p la n s  
fo rm u la te d w ith o u t th e p a re n ts b e in g p re s e n t. C o n tin u e d p ro fe s s io n a l 
in te rv e n tio n  m a d e  th e  p a re n ts  u n e a s y  th a t s o m e th in g  w a s  s ig n if ic a n tly  w ro n g  
w ith  th e ir  c h ild re n ’s  d e v e lo p m e n t. E v e n tu a lly  o n e  o r  a ll o f th e s e  p ro fe s s io n a ls , 
a s  th is  a p p e a re d , to  th e  p a re n ts , to  h a v e  b e e n  d e c id e d  b y  th e m  c o lle c t iv e ly , 
w ith o u t c o n s u lta t io n  w ith  p a re n ts , m e n t io n e d  th e  w o rd  a u t is m . T h e  p a re n ts  
a rg u e d  a g a in s t th is , o f fe r in g  e v id e n c e  fo r  w h y  th e ir  c h ild re n ’s  b e h a v io u r  w a s  lik e  
o th e r c h ild re n  o r  ju s t a  b it d e la y e d  in  s o m e  a re a s . T h e  p a re n ts  lo o k e d  to  th e ir  
o w n  d e v e lo p m e n t to  f in d  e v id e n c e  th a t th e ir  c h ild re n  w e re  ‘ju s t l ik e  m e ’ o r  th e y  
s a w  b e h a v io u rs  a s  in h e r ite d  fro m  o th e r fa m ily  m em b e rs  w h o  h a d  ‘tu rn e d  o u t
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a lr ig h t ’ . T h e y  p u t fo rw a rd  a c c o u n ts  b y  c h ild c a re  p ro fe s s io n a ls  in  d a y  c a re  o r  
n u rs e ry  w h o  h a d  c o m m e n te d  o n  th e  c h ild re n ’s  a c h ie v e m e n ts . P ro fe s s io n a ls  
c o u n te re d  th e s e  a rg u m e n ts  b y  e m p h a s is in g , to  th e  p a re n ts , th e  n a tu re  o f th e  
c h ild re n ’s  d if f ic u lt ie s . T h e y  u s e d  e x p re s s io n s  lik e , ‘ I a m  v e ry  w o rr ie d  a b o u t h im , 
‘h e  is  v e ry  is o la te d ’ a n d  ‘h e  is  v e ry  a u tis t ic ’ to  e n c o u ra g e  p a re n ts  to  ‘a c c e p t ’ th e  
d ia g n o s is . T h e s e  n e g a t iv e  p o r t ra y a ls  o f  th e  c h ild re n  w e re  n o t re c o g n is e d  b y  th e  
p a re n ts  a n d  th e y  c o u n te re d  th e s e  in te rp re ta t io n s  b y  id e n tify in g  th e ir  s k il ls  a n d  
a b ili t ie s . A lth o u g h  th e  p a re n ts  re c o g n is e d  th e ir c h ild re n  d id  h a v e  d if f ic u lt ie s  in  
th e  a re a s  id e n t if ie d  b y  p ro fe s s io n a ls , th e y  c o u ld  n o t a c c e p t th is  w a s  th e  w h o le  
p ic tu re ; th e y  n e e d e d  to  b a la n c e  th is  fo c u s  o n  th e  ‘c a n ’t  d o ’ w ith  a  re m in d e r o f  
th e  ‘c a n  d o ’ . P ro fe s s io n a ls  a p p e a re d  th e n  to  in te rp re t th is  b e h a v io u r  a s  p a re n ts  
b e in g  ‘ in  d e n ia l ’ a n d  m a d e  th e ir  a rg u m e n ts  fo r  th e  c h ild re n ’s  d if f ic u lt ie s  s tro n g e r ,  
p e rh a p s  to  e n c o u ra g e  p a re n ts  to  a c c e p t th e  ‘p ro b le m ’ . T h e y  b ro u g h t in  o th e r  
p ro fe s s io n a ls , s u c h  a s  a u t is m  s p e c ia lis t s p e e c h  a n d  la n g u a g e  th e ra p is ts  a n d  
a u t is m  s p e c ia lis t s u p p o r t  te a c h e rs  fo r  s u p p o r t w ith  h ig h lig h tin g  d e fic its .
Disabled parents
T h e  p a re n ts  th e n  fe lt fa c e d  w ith  a  c o n s p ira c y , a  fo rc e  to o  p o w e rfu l to  f ig h t 
th ro u g h  a rg u m e n t a n d  p e rs u a s io n . F e e lin g  u n d e r a t ta c k , th e y  re tre a te d  a n d  
re g ro u p e d  b y  t ig h te n in g  fa m ily  b o n d s  to  fo rm  a  p ro te c t iv e  d e fe n c e  a ro u n d  th e ir  
c h ild re n , re a d y  to  p ro te c t a g a in s t p ro fe s s io n a l a n d  s o c ie ta l n e g a tiv ity . O th e rs  
o u ts id e  th e  im m e d ia te  fa m ily  u n it  w e re  t re a te d  w ith  s u s p ic io n ; p a re n ts  d is ta n c e d  
th e m s e lv e s  fro m  fa m ily  a n d  fr ie n d s  w h o  a p p e a re d  to  s u p p o r t th e  p ro fe s s io n a l 
p o s it io n . C u r re n t f r ie n d s h ip s  w e re  re -e v a lu a te d  a s  in te ra c t io n s  w e re  a n a ly s e d  to  
id e n tify  w h o  h a d  n e g a t iv e  fe e lin g s  to w a rd s  d is a b le d  p e o p le  o r m ig h t fe e l p ity  
to w a rd s  th e  fa m ily . K e e p in g  th e  d ia g n o s is  s e c re t f ro m  s o m e  fr ie n d s  a n d  fa m ily
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h e lp e d  th e  fa m ily  to  fe e l ‘n o rm a l’ a n d  w a s  s e e n  a s  n e c e s s a ry  to  p ro te c t th e  
c h ild re n  fro m  p re ju d ic e  a n d d is c r im in a t io n . L in k in g  w ith  o th e r fa m il ie s o f 
d is a b le d  c h ild re n  m a d e  ‘p la y in g  it n o rm a l’ m o re  d if f ic u lt a n d  h a rd e r to  p ro te c t 
th e  s e c re t . C o n t in u e d  re la t io n s h ip s  w ith  o ld  f r ie n d s  w e re  s o m e tim e s  e m o t io n a lly  
p a in fu l. I f f r ie n d s  h a d  c h ild re n  o f th e  s a m e  a g e , th is  e m p h a s is e d , fo r th e  
p a re n ts , th e  d if fe re n c e  in  d e v e lo p m e n t b e tw e e n  th e  c h ild re n  a n d  a c te d  a s  a  
rem in d e r o f w h a t th e ir c h ild re n  ‘s h o u ld ’ b e  d o in g  b u t w e re  n o t. T h e  p a re n ts  
b e c am e  h ig h ly  fo c u s e d  o n  e v e ry  a s p e c t o f th e ir  c h ild re n ’s  d e v e lo p m e n t. E a c h  
b e h a v io u r  w a s  e v a lu a te d  a s  ‘fo r  o r  a g a in s t ’ th e  d ia g n o s is . B e h a v io u rs  th a t  w e re  
p re v io u s ly  a m u s in g  a n d  a t t r ib u te d  to  b e in g  a  ty p ic a l to d d le r  w e re  n o w  a la rm in g  
a n d  e v id e n c e  o f ‘a b n o rm a lity ’ . T h e  c h ild re n ’s  s k il ls  a n d  ta le n ts , ra th e r th a n  
b e in g  c e le b ra te d , b e c a m e  fe a re d  a s  e v id e n c e  o f ‘a u t is t ic  ta le n t ’ . O n  le a rn in g  o f 
th e  la b e l, th e  p a re n ts  o b s e rv e d  th e  a t t itu d e s  o f p e o p le  a ro u n d  th e  c h ild re n  
c h a n g in g ; th e y  p e rc e iv e d  o th e r p e o p le  a s  b e c o m in g  u n s u re  o f h o w  to  in te ra c t 
w ith  th e s e  c h ild re n  w ith  a u tis m . I t s e e m e d  a s  th o u g h  p e o p le  w e re  u n a b le  to  s e e  
p a s t th e  la b e l to  th e  c h ild re n .
T h e  p a re n ts  e n te re d  in to  a  b a t t le  fo r  th e ir  c h ild re n . T h e  s o n s  th a t  th e y  lo v e d  a n d  
c e le b ra te d  w e re  b e in g  ta k e n  a w a y ; p ro fe s s io n a ls  tr ie d  to  re p la c e  th e m  w ith  
‘a u tis t ic  c h ild re n ’ b u t p a re n ts  w e re  u n s u re  o f h o w  to  a c t w ith  th e s e  n e w  c h ild re n  
b e c a u s e  th e y  w e re  n o t ‘e x p e r ts ’ . H o w e v e r , th e y  fe lt u n a b le  to  w ith d ra w  fro m  
c o n ta c t w ith  p ro fe s s io n a ls  a lto g e th e r  in  c a s e  th is  d e n ie d  th e ir  c h ild re n  a n y  h e lp  
o r s u p p o r t w h ic h  th e y  m ig h t n e e d . In s te a d  th e y  a d o p te d  g u e rr i l la  w a r fa re  
ta c tic s ; t re a t in g  a ll p ro fe s s io n a ls  w ith  s u s p ic io n . T h e y  u s e d  th o s e  p ro fe s s io n a ls  
id e n t if ie d  a s  a ll ie s  to  u n d e rm in e  th o s e  w h o  w e re  v ie w e d  a s  th e  e n e m y  a n d  
s o m e t im e s  fo rg e d  a ll ia n c e s  w ith  o th e rs , a ls o  u n d e r  a t ta c k , to  c re a te  a  s tro n g e r
c o lle c t iv e  fo rc e .
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E n e rg ie s  p re v io u s ly  p u t in to  c a re e r o r o th e r a c t iv it ie s n e c e s s a r i ly  b e c am e  
d iv e r te d  to  th e  f ig h t; p e rs o n a l l i fe  g o a ls  c h a n g e d  a s  th e  p a re n ts  p u t  th e  n e e d s  o f  
th e ir  c h ild re n  b e fo re  th e ir  o w n . T h e  lite ra tu re  o n  a u tis m  w a s  b o th  a n  e n em y  a n d  
a  f r ie n d . A s  a  fr ie n d , it p ro v id e d  th e  p a re n ts  w ith  a  th e o re t ic a l e x p la n a tio n  fo r  
th e ir  c h ild re n ’s  d e v e lo p m e n t a n d  a ls o  e n a b le d  th e m  to  a rg u e  w ith  o th e rs  u s in g  
th e  la n g u a g e  o f p ro fe s s io n a ls . A s  a n  e n em y , it o f fe re d  a  b le a k  a n d  d e p re s s in g  
p ic tu re  o f th e  fu tu re , ta k in g  a w a y  h o p e . T h e  p a re n ts  b e c a m e  m y s t if ie d  b y  a n  
in d iv id u a l m o d e l p re s e n ta t io n  o f  a u t is m  a s  s o m e th in g  th a t re q u ire d  c o m p le x  a n d  
s p e c ia lis t th e ra p ie s  a n d  e d u c a t io n a l a p p ro a c h e s . It a p p e a re d  a s  th o u g h  o n ly  
p ro fe s s io n a ls , w ith  m a n y  y e a rs  o f s p e c ia lis t t ra in in g , c o u ld  u n d e rs ta n d  a n d  
in te ra c t  w ith  c h ild re n  w ith  a u t is m  a n d  th e  p a re n ts  fe lt d e s k il le d  a n d  in a d e q u a te . 
T h e y  c o u ld  n o t p o s it io n  th e ir  c h ild re n  w ith in  th e  s p e c tru m  a n d  s o  w e re  u n a b le  to  
re c o g n is e  w h ic h  c h ild re n  in  th e  lite ra tu re  w e re  lik e  th e ir  o w n  a n d  w h ic h  w e re  
fo llo w in g  v e ry  d if fe re n t d e v e lo p m e n ta l p a th s . E v e n  if th e ir  c h ild re n  h a d  n e v e r  
s h o w n  a n y  s ig n  o f s u c h  b e h a v io u r d e v e lo p in g , th e  p a re n ts  fe a r fu lly  a n t ic ip a te d  
th e  o n s e t o f ‘n e g a tiv e ’ b e h a v io u rs  p re d ic te d  in  th e  lite ra tu re , s u c h  a s , e x tre m e  
w ith d ra w a l a n d  a g g re s s io n . R e s is ta n c e  to  p ro fe s s io n a ls  b e g a n  to  w e a k e n  a s  
th e  p a re n ts  s ta r te d  to  fe e l l ik e  a m a te u rs  in  a  te c h n ic a l f ie ld ,
Parental resurgence
O v e r t im e  b e lie f in  th e ir  p o w e r to  p a re n t re tu rn e d . T h is  re s u lte d  fro m  fa c to rs , 
s u c h  a s n a tu ra l e n jo ym e n t o f b e in g  w ith  th e ir c h ild re n , p o s it iv e  s ig n s o f 
d e v e lo p m e n t o c c u rr in g  w ith in  th e  c h ild re n , re c o g n it io n  o f  th e ir  c h ild re n ’s  ta le n ts  
a n d a b il it ie s b y o th e rs , m a in ta in in g a d is ta n c e  fro m  th o s e p ro fe s s io n a ls  
c o n s id e re d  to  b e  ‘n e g a t iv e ’ a n d  a  re d u c t io n  in  u s e  o f  th e  la b e l b y  p ro fe s s io n a ls .  
T h e  p a re n ts  o n c e  a g a in  fe lt a b le  to  c e le b ra te  a ll th a t th e y  lo v e d  a b o u t th e ir
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c h ild re n  a n d  to  fe e l ‘e x p e r t ’ a b o u t th e m . F o r s o m e , th is  c o r re s p o n d e d  w ith  
p ro fe s s io n a ls  s e e m in g  to  a c c e p t  th e  v ie w p o in t o f  th e  p a re n ts . T h e  p a re n ts  th e n  
b e c a m e  u n c le a r w h a t p ro fe s s io n a ls  a c tu a lly  d id  th in k  a b o u t th e ir c h ild re n  in  
re la t io n  to  a u tis m  b u t p re fe r re d  to  le a v e  th is  u n s p e c if ie d . A tt itu d e s  to w a rd s  
s o m e p ro fe s s io n a ls m e llo w e d a n d p a re n ts b e g a n to a c k n o w le d g e th e  
p ro fe s s io n a l p e rs p e c t iv e . W ith  o th e r p ro fe s s io n a ls  th e p a re n ts d is ta n c e d  
th em s e lv e s  a n d  a v o id e d  c o n ta c t  w h e re v e r  p o s s ib le . T h e  p a re n ts  fo c u s e d  o n  th e  
p re s e n t , a v o id in g  p re d ic t in g  to o  fa r  in to  th e  fu tu re . T im e  w ith  th e ir  c h ild re n  w a s  
h ig h ly  v a lu e d . T h e  d ia g n o s t ic  p ro c e s s  w a s  s e e n  a s  o n e  th a t ‘ro b b e d ’ th e  
p a re n ts  o f  th e  jo y  o f  p a re n t in g ; l iv in g  in  th e  ‘h e re  a n d  n o w ’ w a s  s e e n  a s  a  w a y  o f  
re s to r in g  th is .
Relationship with prior research
T h e  f in d in g s  o f th is  s tu d y  a rg u e  a g a in s t th e  v is io n  o f a  ‘g lo o m y  p ro s p e c t ’ o f  
p a re n tin g  c la im e d  w ith in  a u t is m  fo c u s e d  lite ra tu re  (e .g . J o rd a n  a n d  P o w e ll,  
1 9 9 5 ; W in g , 1 9 9 6 ; H o w lin , 1 9 9 8 ) . F o r th e  p a r t ic ip a n ts  in  th is  s tu d y , w h ils t  
a c k n o w le d g in g  th a t p a re n tin g  w a s  a  c o m p le x  a n d  life  c h a n g in g  e x p e r ie n c e  
(L u p to n  a n d  S c hm ie d , 2 0 0 2 ) th e ir e x p e r ie n c e s  s u p p o r t th e  lite ra tu re  w h ic h  
a rg u e s  th a t p a re n ts  g e n e ra lly  e n jo y  th e ir  re la t io n s h ip s  w ith  th e ir c h ild re n  w ith  
a u t is m  ( e .g . C a s e , 2 0 0 0 ; S c h a ll,  2 0 0 0 ) . B o b  e n c a p s u la te s  th is  b y  s a y in g :
You know , five m inu tes a fte r he ’s  (s o n )  been a  pa in  in the  
arse you ’ve fo rgo tten about it and you say, “O h , you ’re  
love ly ,” and tha t is som eth ing tha t...you know , tha t is  
amazing  rea lly .
T h e re  w e re  s o m e  p re s s u re s  a r is in g  f ro m  b e h a v io u rs  a s s o c ia te d  w ith  a u t is m  a n d  
w h ic h  h a v e  b e e n  tra d it io n a lly  re p o r te d  w ith in  th e  lite ra tu re  (S ie g e l, 1 9 9 6 ; 
R a n d a ll a n d P a rk e r , 1 9 9 9 ; T u n a li a n d P o w e r, 2 0 0 2 ). T o d d e x p e r ie n c e d
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d is tu rb e d  n ig h ts , fo r e x a m p le , w h ic h  th e n  a f fe c te d  th e  s le e p  p a t te rn s  o f h is  
p a re n ts  w h ile  c o m m u n ic a t io n  is s u e s  b e tw e e n  S am  a n d  h is  p a re n ts  le d  h im , a t 
t im e s , in to  ‘te m p e r ta n tru m s ’ . H o w e v e r , th e  p a re n ts  te n d e d  to  f in d  th e ir  o w n  
c re a tiv e  w a y s to  m a n a g e  th e s e b e h a v io u rs ; m e th o d s w h ic h  s u ite d th e ir  
p h ilo s o p h y  o f p a re n tin g  a n d  w h ic h  th e y  s a w  a s  a  n a tu ra l a d ju s tm e n t, a  n o rm a l 
p a r t o f n e g o t ia t io n  w ith in  a  fa m ily . P a re n t in g  o n ly  b e c am e  a  ‘g lo o m y  p ro s p e c t ’ 
w h e n  p ro fe s s io n a ls  b e c a m e  in v o lv e d  a n d  a  d ia g n o s t ic  la b e l w a s  a s s ig n e d , 
s u p p o r t in g  th e  c la im s  o f A v d i e t a l. (2 0 0 0 ) a n d  G illm a n  e t a l. (2 0 0 0 ) , th a t 
d ia g n o s is  c a n  p ro d u c e  n e g a t iv e  e f fe c ts . T h e  f in d in g s  h e re  a ls o  in fo rm  th e s e  tw o  
p re v io u s  s tu d ie s  b y  id e n t ify in g  p a r t ic u la r  te n s io n s  th a t th e  d ia g n o s tic  p ro c e d u re  
g e n e ra te s  w ith in  in d iv id u a ls  a n d  b e tw e e n  c o u p le s , a s  p a re n ts  e m p lo y  d if fe re n t  
a n d  s o m e t im e s  d iv e rg e n t s tra te g ie s  to  m a n a g e  th e  d ia g n o s is . F o r e x a m p le , in  
e a c h  c o u p le  o n e  p a re n t e le c te d  to  f in d  o u t a b o u t a u t is m  th ro u g h  th e  lite ra tu re  
w h ile  th e  o th e r  fo u n d  th is  to  b e  e ith e r  s t re s s fu l o r  u n n e c e s s a ry , p re fe r r in g  to  le t 
th e  c h ild ’s  d e v e lo p m e n t ta k e  its  o w n  c o u rs e . T h is  th e n  b e c am e  a n  is o la t in g  
fa c to r a n d  a  p o te n t ia l c a u s e  o f c o n f l ic t a s  o n e  p a re n t w a n te d  to  s h a re  w h a t 
h e /s h e  h a d re a d w h ile  th e  o th e r w a s u n w ill in g  to  h e a r o r d is c u s s th e
in fo rm a t io n .
G ra y  (2 0 0 3 )  fo u n d  d if fe re n c e s  in  h o w  m o th e rs  a n d  fa th e rs  c o p e d  w ith  p a re n t in g  
a  c h ild  w ith  h ig h  fu n c tio n in g  a u t is m . H e  a tt r ib u te d  th e s e  to  th e  c o n t in u e d  
a d o p t io n  o f t ra d it io n a l ro le s  w ith  w om e n  a s  p r im a ry  c a re rs  a n d  m e n  ‘e s c a p in g ’ 
to  w o rk . A lth o u g h  tw o  o f  th e  m o th e rs  in  th is  s tu d y  w e re  b a s e d  a t h o m e  a n d  o n e  
w a s  w o rk in g  p a r t- t im e , th e  im p a c t o f th e  d ia g n o s is , fo r  th e s e  p a r t ic ip a n ts , d id  
n o t a p p e a r to  h a v e  a n y  le s s e r e f fe c t o n  th e  fa th e rs  th a n  m o th e rs . A ll th e  
p a r t ic ip a n ts  s e e m e d  h ig h ly  a f fe c te d  a n d  th e  p o s it io n s  a d o p te d  p re s e n te d  a s  
m o re  c o m p le x  th a n  b e in g  g e n d e r d e f in e d . F o r e x a m p le , B o b  s a w  w o rk  a s  a n
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a n n o y a n c e , d e p r iv in g  h im  o f t im e  w ith  h is  s o n  w h ile  A n n  p e rc e iv e d  it a s  a  
p o te n tia l ly  p o s it iv e  d is tra c t io n  f ro m  w o r ry in g  s o  in te n s e ly  a b o u t h e r c h ild . In  a ll 
th e  c o u p le s  b o th  m o th e rs  a n d  fa th e rs  w e re  h ig h ly  e n g a g e d  w ith  p ro fe s s io n a ls  
th ro u g h o u t  th e  d ia g n o s t ic  p e r io d .
In  te rm s  o f s tra te g ie s  fo r ‘c o p in g ’ e m o t io n a lly  w ith  th e  d ia g n o s is , G ra y  (2 0 0 2 )
fo u n d  th a t w o m e n  te n d  to  s h a re  m o re  w ith  f r ie n d s  w h ile  fa th e rs  e ith e r ’b o t t le d
u p ’ e m o tio n s  o r  to o k  a  p h ilo s o p h ic a l a p p ro a c h  o f ‘w a it  a n d  s e e ’ . W ith in  th e  th re e  
fa th e rs  in  th is  s tu d y , th e re  w a s  a  ra n g e  o f re s p o n s e s  e v id e n c e d . J o h n  w a s  o n  
m e d ic a t io n  to  h e lp  w ith  d e p re s s io n , D a v id  fo u n d  th a t ta lk in g  w ith  c o lle a g u e s ,  
w h o  h a d  s o m e  k n o w le d g e  o f th e  a re a , w a s  h e lp fu l a n d  B o b  a d o p te d  th e  
p h ilo s o p h ic a l p o s it io n  o f a c c e p tin g  th a t th e  fu tu re  c o u ld  n o t b e  c h a n g e d .  
A lth o u g h  th e  n um b e rs  in v o lv e d  in  m y s tu d y  w e re  sm a ll th e  f in d in g s  h e re  
s u g g e s t th a t th e id e n t if ic a t io n  o f g e n e ra lis e d g e n d e r d if fe re n c e s is a n  
o v e rs im p lif ic a tio n  o f th e  c o m p le x  a n d  v a r ia b le  p o s it io n s , a d o p te d  b y  p a re n ts ,  
to w a rd s  th e  p a re n tin g  e x p e r ie n c e .
T h e  p a r t ic ip a n ts  re p o r te d  e x p e r ie n c in g  s t ig m a , a s  id e n t if ie d  b y  G o ffm a n  (1 9 6 3 ) , 
D o w lin g  a n d  D o la n  (2 0 0 1 ) a n d  G re e n  (2 0 0 3 ) . T h is  w a s  p e rc e iv e d  a s  e m a n a t in g  
f ro m  th o s e  o u ts id e  o f  th e  h o m e  a n d , a s  G ra y  (2 0 0 2 ) a s s e r ts , p a r t ic u la r ly  w ith in  
th e  s c h o o l e n v iro n m e n t. T h is  s u p p o r ts  A rm s tro n g ’s  (2 0 0 3 ) c la im  th a t s o m e  
p ro fe s s io n a ls  c o n t in u e  to  p o s it io n  p a re n ts  o f d is a b le d  c h ild re n  a s  ‘o th e r* a n d , 
th e re fo re , a s  ‘p ro b le m a t ic ’ . G ra y ’s  (2 0 0 2 ) f in d in g  th a t p a re n ts  d id  n o t d is t in g u is h  
b e tw e e n  ‘fe lt ’ a n d  ‘e n a c te d ’ s t ig m a  is  a ls o  e v id e n c e d  w ith in  th is  d a ta  a s  is  
G re e n ’s  (2 0 0 3 ) c la im  th a t p a re n ts  m a n a g e  th is  s t ig m a tis e d  p o s it io n  b y  t ry in g  to  
c o n tro l in fo rm a t io n . I t w a s  im p o rta n t fo r  th e  p a r t ic ip a n ts  to  b e  a b le  to  c h o o s e  to  
w h o m  th e y  re v e a le d  th a t th e ir c h ild  m ig h t h a v e  a n  im p a irm e n t (G ra y , 2 0 0 2 ) .
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Id e n tify in g  w ith  o th e r p a re n ts  o f d is a b le d  c h ild re n  le f t p a re n ts  a n d  c h ild re n  
v u ln e ra b le  to  e x p o s u re  (G re e n , 2 0 0 3 ) b u t c o u ld  a ls o  b e  a  s o u rc e  o f e m o tio n a l 
s u p p o r t , s h a re d  c a m p a ig n in g , in fo rm a t io n  a n d  a  m e a n s  o f d e v e lo p in g  n e w  a n d  
p o s it iv e  f r ie n d s h ip s  (G ra y , 2 0 0 2 ; T u n a li a n d  P o w e r , 2 0 0 2 ) .
U n a w a re  o f its  p o te n tia l s ig n if ic a n c e  a t th e  t im e  o f th e  in te rv ie w s , I d id  n o t a s k  
th e  p a r t ic ip a n ts  s p e c if ic a lly  a b o u t th e ir a t t itu d e s  to w a rd s  d is a b il ity . H o w e v e r ,  
th e re  a re  s tro n g  in d ic a to rs  o f th e  a d o p t io n , b y  th e s e  p a re n ts , o f a n  in d iv id u a l 
m o d e l p e rs p e c t iv e , w ith  a n e g a t iv e p e rc e p t io n  o f d is a b il i ty  p re d o m in a t in g  
(M u r ra y , 2 0 0 0 ; K e a rn e y  a n d  G r if f in , 2 0 0 1 ) . P a re n ts  w e re  c le a r ly  e m o t io n a lly  
d e v a s ta te d  b y  th e  id e n t if ic a t io n  o f th e ir  c h ild  h a v in g  a n  im p a irm e n t; th is  w a s  
s e e n  a s  a  n e g a t iv e  a n d  le s s  d e s ira b le  th a n  th e  n o rm . R a c h e l a n d  B o b  h a d  liv e d  
w ith  th e  d ia g n o s is  fo r lo n g e r a n d h a d c om e  to  ‘a c c e p t ’ it b u t th e  o th e r  
p a r t ic ip a n ts  b e lie v e d  a n d  h o p e d  th a t th e ir c h ild re n  e ith e r , th ro u g h  in te n s iv e  
s u p p o r t , w o u ld  c h a n g e  a n d  b e c om e  ‘n o rm a l’ o r th a t th e  d ia g n o s is  o f a u t is m  
w o u ld  b e  d is p ro v e d . T h is  is  n o t to  s a y  th a t th e y  w is h e d  th e ir  c h ild re n  to  c h a n g e  
s ig n if ic a n tly  b u t ra th e r  th a t o th e rs  w o u ld  n o  lo n g e r  s e e  th e m  a s  d e v e lo p m e n ta lly
‘d e v ia n t’ .
E v e n  th o u g h  th e ir c h ild re n  w e re  c u rre n t ly  a  s o u rc e  o f jo y  a ll p a r t ic ip a n ts  
e x p re s s e d  c o n c e rn s  o v e r  fu tu re  d e v e lo p m e n t a n d  a n tic ip a te d  a n  o ld e r  d is a b le d  
c h ild  a s  a  s o u rc e  o f s tre s s  ra th e r th a n  c o n t in u e d  p le a s u re . T h e  fu tu re  w a s  
s o m e th in g  to  fe a r ; s e e n  th ro u g h  th e  in d iv id u a l m o d e l le n s , d is a b il ity  w o u ld  
in e v ita b ly  le a d  to  t ra g ic  c o n s e q u e n c e s . B o b  h a d  e le c te d  to  fo c u s  o n  th e  ‘h e re  
a n d  n o w ’ , ‘th e  p re s e n t a n d  b e c o m in g ’ (F is h e r  a n d  G o o d le y , 2 0 0 5 ), f in d in g  th is  
le s s  s tre s s fu l th a n  p re d ic t in g  th e  u n k n o w n . A ll th e  p a r t ic ip a n ts  id e n t if ie d  th is  a s  
a  n e c e s s a ry  s tra te g y  to  m a in ta in  a  s e n s e  o f  w e ll b e in g , a lth o u g h  p ro fe s s io n a ls
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w e re  p e rc e iv e d  a s  u s in g  a  fe a r  o f th e  fu tu re  to  ‘e n c o u ra g e ’ p a re n ts  to  e n g a g e  
w ith  in te n s iv e  s tra te g ie s  o f e a r ly  in te rv e n tio n . T h e  p a re n ts  re p o r te d  th a t th e  
p ro fe s s io n a ls  u s e d  te rm s  s u c h  a s , ‘W e  a re  v e ry  w o rr ie d  a b o u t h im .. . ’ ; ‘H e  is  
v e ry  is o la te d . . . ’ a n d  ‘H e  is  v e ry  a u t is t ic ’ , a ll o f w h ic h  p o s it io n e d  th e  c h ild  a s  
p ro b le m a tic . A s  A v d i e t a l. (2 0 0 0 ) s ta te , fu n  w a s  ta k e n  o u t o f th e  p a re n t-c h ild  
re la t io n s h ip  a s p a re n ts b e g a n to s c ru t in is e  th e ir c h ild re n  fo r s ig n s o f 
‘d e v e lo pm e n ta l a b n o rm a lity ’ , le a v in g  th e m  u n a b le  to  c e le b ra te  ta le n ts  a n d  
a b ili t ie s ,  fe a r in g  th e s e  to  b e  fu r th e r  s ig n s  o f  ‘d e v e lo pm e n ta l a b n o rm a lity ’ .
P ro fe s s io n a l a s  ‘e x p e r t ’ c o n t in u e s  to  b e  th e  d om in a n t d is c o u rs e  (F o u c a u lt ,  
1 9 8 0 ; K e a rn e y  a n d  G r if f in , 2 0 0 1 ) . M a r ie  il lu s tra te s  th is  th ro u g h  h e r re f le c t io n  
th a t s h e  fe lt  p e rs u a d e d  to  a c t a g a in s t h e r  n a tu ra l p a re n tin g  in s t in c ts :
I have been ve ry tough on h im ...W e changed when we  
accep ted  the ir expert adv ice
s o m e th in g , w h ic h  M a r ie  la te r c a m e  to  re g re t . In  1 9 6 3  G o ffm a n  c la im e d  th a t 
th o s e  w h o  a re  s t ig m a t is e d  d e v e lo p  s tra te g ie s  fo r  ‘f ig h t in g  b a c k ’ . T h is  c o n c e p t o f  
a c t iv e  a g e n ts , c h a lle n g in g o p p re s s iv e  d is c o u rs e s w a s n o t d is c u s s e d b y  
F o u c a u lt  (S a ru p , 1 9 9 6 ) . T h e  e v id e n c e  o f  th is  s tu d y  id e n tif ie s  c le a r ly  a  n u m b e r  o f  
s t ra te g ie s  • p a re n ts u s e d to c o u n te r d is a b lin g in f lu e n c e s . T h e s e in c lu d e d  
c o n tro ll in g  in fo rm a tio n , a v o id in g  c e r ta in  p ro fe s s io n a ls , jo in in g  fo rc e s  w ith  o th e r  
p a re n ts  in  th e  s a m e  p o s it io n , p re te n d in g  to  a g re e  w ith  p ro fe s s io n a ls  b u t th e n  
s u b v e r t in g  in te rv e n t io n s , lo c a t in g  p ro fe s s io n a ls  w h o  m ig h t b e  s ym p a th e t ic  to  th e  
p a re n ta l v ie w p o in t , b e c om in g  e x p e r ts  in  th e  lite ra tu re  a n d  le a rn in g  ‘p ro fe s s io n a l 
la n g u a g e ’ in  o rd e r  to  a d v o c a te  fo r  th e ir  c h ild  o n  a n  e q u a l fo o t in g .
B ro w n  (1 9 9 8 , c ite d  C a s e , 2 0 0 0 ) n o te d  th a t th e  p a re n ts  in  h is  s tu d y  a ll s h a re d  a  
d is s a t is fy in g  a n d c o n fl ic t iv e  e x p e r ie n c e o f m o s t o f th e  p ro fe s s io n a ls  th e y
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e n c o u n te re d . T h is  w a s  a ls o  e x p e r ie n c e d  b y  th e  p a re n ts  in  th is  c u r re n t s tu d y . 
P ro fe s s io n a ls  w e re  s e e n  a s  p o w e r fu l c o n tro lle rs  o f p ro c e s s e s  a n d  re s o u rc e s . 
T h e y  a p p e a re d , to  th e  p a re n ts , to  c o llu d e  to g e th e r to  m o v e  fo rw a rd  a g e n d a s ,  
th e  c o n te n ts  o f w h ic h  w e re  k e p t f ro m  th e m . P ro fe s s io n a ls  w e re  p e rc e iv e d  a s  
m a k in g  n o  a c k n o w le d g m e n t o f p a re n ta l e x p e r t is e  a n d  a s  d ism is s in g  p a re n ta l 
o b je c t io n s  a s  th e  ‘d e lu s io n s ’ o f  p a re n ts  ‘ in  d e n ia l’ . T h e  p a r t ic ip a n ts  h a d  n o t b e e n  
e n a b le d , b y p ro fe s s io n a ls , to  e x p lo re  th e ir fe e lin g s to w a rd s  th e  d ia g n o s is  
(R u s s e ll, F . , 2 0 0 3 ) . R a th e r , th e  p ro fe s s io n a l fo c u s  w a s  o n  c h a n g in g  th e  c h ild . 
T h e  p a re n ts  in  th is  s tu d y  w e re  lo o k in g  fo r p ro fe s s io n a ls  to  in te rv e n e  in  a  w a y  
th a t b u ilt o n  a  c h ild ’s  s t re n g th s  a n d  a s p ira t io n s  (R u s s e ll, F . , 2 0 0 3 ). In s te a d  th e y  
fe lt d ra w n  in to  c o n f lic t , c h a lle n g in g  th e  p ro fe s s io n a l e m p h a s is  o n  d e f ic it w ith  
e x a m p le s  o f  th e ir  c h ild re n ’s  c a p a b il i t ie s .
The professional position
T h e  a c c o u n ts  o f th e  p a re n ts  in  th is  s tu d y  id e n t ify  a  d is c re p a n c y  b e tw e e n  h o w  
p ro fe s s io n a l s e rv ic e s  a re  in te n d e d  a n d  h o w  th e y  a re  e x p e r ie n c e d . I f w e  a re  to  
a s s u m e th a t p ro fe s s io n a ls a re  s e e k in g  to  g iv e  fa m il ie s  th e  b e s t s u p p o r t  
p o s s ib le , th e n  th e  q u e s t io n  is  ra is e d  a s  to  w h y  th e ir a c t io n s  a re  n o t b e in g  
p e rc e iv e d in a m o re p o s it iv e  w a y . It is im p o r ta n t to a c k n o w le d g e  th e  
s ig n if ic a n c e  o f th e  fa c t th a t p ro fe s s io n a ls  o p e ra te  w ith in  a  p o lit ic a l c o n te x t . In  
th e  la s t  te n  y e a rs  th e re  h a v e  b e e n  s ig n if ic a n t  a t te m p ts  m a d e  b y  th e  g o v e rn m e n t 
to  p ro te c t th e  r ig h ts  a n d  e n t it le m e n ts  o f d is a b le d  p e o p le  a n d  th e ir fa m il ie s  
(R u s s e ll, P ., 2 0 0 3 ) . T h is  h a s  b e e n  d o n e  th ro u g h  e n a c tm e n t o f n e w  le g is la t io n  
s u c h  a s  th e  D is a b il i ty  D is c r im in a t io n  A c t 1 9 9 5 ; 2 0 0 5 , th e  C a re rs  a n d  D is a b le d  
C h ild re n  A c t 2 0 0 0  a n d  th e  S p e c ia l E d u c a t io n a l N e e d s  a n d  D is a b il i ty  A c t 2 0 0 1  
a n d  a  s e t o f p ro g ra m m e s  fo r c h a n g e  in c lu d in g  V a lu in g  P e o p le  (D H , 2 0 0 1 ),
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T o g e th e r F rom  th e  S ta r t (D fE S  a n d  D H , 2 0 0 3 ), E v e ry  C h ild  M a tte rs  (D fE S , 
2 0 0 3 ) a n d  th e  N a tio n a l S e rv ic e  F ra m e w o rk  fo r C h ild re n  (D fE S  &  D H , 2 0 0 4 b ) .  
G e n e ra lly , th e  g o v e rn m e n t’s  p ro g ram m e  o f c h a n g e  is  c la im e d  to  b e  a  s h if t in  
p o lic y  f ro m  th e  in d iv id u a l m o d e l to w a rd s  th e  s o c ia l m o d e l o f d is a b il ity  (R u s s e ll,  
P . , 2 0 0 3 ) w ith  a  fo c u s  o n  re m o v in g  s o c ia l b a r r ie rs  to  in c lu s io n . T h e  th re e  k e y  
in it ia t iv e s ; V a lu in g  P e o p le : a  n e w  s tra te g y  fo r le a rn in g  d is a b il i ty  fo r th e  2 1 s t 
C e n tu ry : T o w a rd s  P e rs o n -C e n tre d  A p p ro a c h e s  (D H , 2 0 0 1 ) ; E v e ry  C h ild  M a tte rs  
(D fE S , 2 0 0 3 ) a n d  T h e  N a tio n a l S e rv ic e  F ra m e w o rk  fo r  C h ild re n , Y o u n g  P e o p le  
a n d  M a te rn ity  S e rv ic e s  (D fE S  &  D H , 2 0 0 4 b ) a re  s e t t in g  o u t fo r p ro fe s s io n a ls  
n e w  s ta n d a rd s  fo r id e n t ify in g  a n d  m e e t in g  th e  n e e d s  o f d is a b le d  p e o p le  a n d  
th e ir  fa m il ie s . T h e  e m p h a s is  w ith in  th e s e  is  o n  lis te n in g  to  d is a b le d  c h ild re n  a n d  
p a re n ts , f le x ib le  d e liv e ry  o f s e rv ic e s  to  m e e t in d iv id u a lis e d  n e e d , e n a b lin g  
e q u a lity  o f a c c e s s  to  c o m m u n ity  fa c il i t ie s , in c lu d in g  a f te r s c h o o l c lu b s , a n d  
p ro v id in g  p a re n ts  w ith  in fo rm a t io n  a n d  a d v ic e  a n d  e a r ly  a s s e s sm e n t to  id e n t ify  
n e e d . H o w e v e r , in  s p ite  o f  th e s e  p o s it iv e  d e v e lo p m e n ts  th e re  re m a in s  a :
c o m p e ll in g  b o d y  o f  e v id e n c e  f ro m  re s e a rc h  a n d  in s p e c tio n  
re p o r ts  th a t m a n y  d is a b le d  c h ild re n  a n d  th e ir fa m il ie s  
c o n t in u e  to  fa c e  m u lt ip le  d is c r im in a tio n , lo w  e x p e c ta t io n s  
a n d  m a n y  p h y s ic a l a n d  s o c ia l b a rr ie rs  to  fu ll p a r t ic ip a t io n  
in  s o c ie ty  (R u s s e ll, P . , 2 0 0 3 : 2 1 6 ) .
T h e  f in d in g s  o f th is  c u r re n t s tu d y  in d ic a te  th a t a lth o u g h  th e  le g is la t io n  a d o p ts  
th e  la n g u a g e  o f th e  s o c ia l m o d e l, p ro fe s s io n a ls  c o n tin u e  to  a p p ly  in d iv id u a l 
m o d e l b a s e d  in te rv e n t io n is t s tra te g ie s , a im e d  a t c h a n g in g  th e  c h ild  a n d  th e  
fa m ily , ra th e r  th a n  id e n t ify in g  a n d  d ism a n t lin g  e x te rn a l b a r r ie rs  to  a c h ie v e m e n t. 
T h e  e v id e n c e  p re s e n te d  h e re  id e n tif ie s  th a t th e  p a re n ts  in  th is  s tu d y  d id  n o t fe e l 
l is te n e d  to . T h e y  p e rc e iv e d  th a t th e ir  v ie w s  w e re  d ism is s e d  a s  u n re lia b le  o n  th e  
g ro u n d s  o f th e ir e m o t io n a l in v o lv e m e n t w ith  th e  c h ild . N o r d id  th e s e  p a re n ts
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e x p e r ie n c e  s e rv ic e s  a s  b e in g  p ro v id e d  f le x ib ly , in  re s p o n s e  to  th e ir  a s p ira t io n s  
a n d  v a lu e s . P ro fe s s io n a ls  re m a in e d  ‘e x p e r t ’ a n d  th e re fo re  p o w e r fu l (F o u c a u lt ,  
1 9 8 0 ) , a p p ly in g  g e n e ra l in te rv e n t io n is t , a u t is m  s p e c if ic , a p p ro a c h e s , re g a rd le s s
o f  c h ild re n ’s  in d iv id u a l c h a ra c te r is t ic s .
C u r re n t g o v e rn m e n ta l p o lic y , a s  id e n t if ie d  a b o v e , h a s  e n d e d  u p  a s  a  h y b r id  o f  
th e  tw o  m a in  c o n f l ic t in g  m o d e ls  o f  d is a b il i ty . A lth o u g h  c h a rg in g  p ro fe s s io n a ls  to  
re m o v e  e x te rn a l b a rr ie rs  to  in c lu s io n , th e  im p o r ta n c e  o f e a r ly  id e n t if ic a t io n  o f 
‘n e e d ’ a n d th e in tro d u c t io n o f in te rv e n t io n is t s tra te g ie s c o n t in u e  to b e  
e m p h a s is e d  (D H , 2 0 0 1 ; D fE S , 2 0 0 3 ; D fE S  &  D H , 2 0 0 4 ) . T h e re  is  v e ry  lit t le  
s u p p o r t  fo r  e n a b lin g  p ro fe s s io n a ls  to  m o v e  a w a y  f ro m  fa m il ia r  p ra c t ic e s , c e n tre d  
o n  c h ild  a n d  fa m ily  fo c u s e d  in te rv e n t io n s , to  e n g a g e  w ith  d is a b lin g  b a r r ie rs . T h e  
f in d in g s  o f  th is  s tu d y  id e n t ify  th a t  fu r th e r  re s e a rc h  is  n o w  n e e d e d  in  th is  a re a . I t  
w il l n e e d  to  c o n s id e r  h o w  p ro fe s s io n a ls  a re  re s p o n d in g  to  th e s e  n e w  c h a lle n g e s  
o f id e n tify in g  a n d  d ism a n t lin g  b a r r ie rs  to  in c lu s io n  in  o rd e r to  h e lp  d e v e lo p  
g u id e lin e s  o n  h o w  th e y  m ig h t m a k e  th e  s o c ia l m o d e l a  p ra c tic a l re a lity . T h e  
id e a ls  u n d e rp in n in g  th e  s o c ia l m o d e l a re  w e ll-e s ta b lis h e d  (S w a in  e t a l. , 2 0 0 3 )  
b u t re s e a rc h e rs  h a v e  y e t to  m a k e  e x p lic it h o w  th e s e  s h o u ld  b e  tra n s la te d  in to  
th e  p ra c t ic e  o f s u p p o r t in g  fa m il ie s . T h e  f in d in g s  h e re  s u g g e s t th a t W o o lfs o n  
(2 0 0 4 ) is  r ig h t to  a rg u e  th a t p a re n ts  n e e d  s u p p o r t to  re fram e  th e ir th in k in g  
to w a rd s  a  m o re  ‘s o c ia l m o d e l ’ v ie w  o n  d is a b il i ty . T h is  w o u ld  e n a b le  th e  p a re n ts  
to  a n tic ip a te  a  m o re  p o s it iv e  fu tu re . H o w e v e r , a g a in  th e re  is  n o  d e ta il o n  h o w  
p ro fe s s io n a ls  s h o u ld  f irs t c h a n g e  th e ir o w n  th in k in g  a n d , o n c e  d o n e , th e  
p ra c t ic a l s te p s  th a t th e y  s h o u ld  ta k e  to  s u p p o r t p a re n ts  w ith  th is  re fra m in g .
2 1 4
Spectrums
T h e  f in d in g s  o f th is  d is s e r ta t io n  c o n tra d ic t th e  p re v io u s  p re s e n ta tio n s  o f th e  
e x p e r ie n c e o f p a re n t in g  a c h ild  w ith  a u tis m  a s in e v ita b ly n e g a t iv e  a n d  
p o te n tia l ly  o v e rw h e lm in g  (J o rd a n  a n d  P o w e ll, 1 9 9 5 ; S ie g e l, 1 9 9 6 ; R a n d a ll a n d  
P a rk e r ,1 9 9 9 ) . T h e  a rg u m e n t th a t re s e a rc h e rs  m a y  h a v e  t ra d it io n a lly  fo c u s e d  o n  
th e  n e g a t iv e  a s p e c ts  o f th e  e x p e r ie n c e  m ig h t e x p la in  s o m e  o f th is  d is c re p a n c y  
b u t th is  is  u n lik e ly  to  b e  th e  c o m p le te  e x p la n a tio n  a n d  m o re  re s e a rc h  is  n e e d e d  
to  c la r ify  th is  is s u e . C h a rm a n  a n d  B a ird  (2 0 0 2 ) , a s  re p o r te d  in  th e  in tro d u c t io n  
to  th is  s tu d y , a rg u e  th a t s e rv ic e s  a re  n o w  m a k in g  e a r l ie r  a n d  b ro a d e r  d ia g n o s is  
o f  A S D s . I t m a y  b e  th a t th e  c h ild re n  w ith in  th is  s tu d y  w o u ld  n o t p re v io u s ly  h a v e  
b e e n  ‘c a te g o r is e d ’ a s  o n  th e  a u t is m  s p e c tru m ; th e re  m a y  h a v e  b e e n  s o m e  
c o n c e rn s  o v e r d e v e lo p m e n t b u t th e s e  m a y  n o t h a v e  b e e n  s e e n  a s  p e rv a s iv e  
a n d  fu n d a m e n ta l. N e w  re s e a rc h  a rg u e s  th a t e a r ly  d ia g n o s is  o f A S D  fo r th is  
‘h ig h  fu n c t io n in g ’ g ro u p  e n s u re s  a  m o re  p o s it iv e  ‘o u tc o m e ’ fo r in d iv id u a ls  a n d  
m in im is e s  th e  e f fe c ts  o f a n x ie ty  a n d  d e p re s s io n  (T a n ta m  e t a l. , 2 0 0 5 ) . I w o u ld  
a rg u e , h o w e v e r , th a t it  is  n o t  th e  la b e l th a t is  o f  v a lu e  in  its e lf . W h a t is  n e e d e d  is  
s u p p o r t  fo r  p a re n ts  w ith  u n d e rs ta n d in g  h o w  th e ir  c h ild  is  e x p e r ie n c in g  th e  w o r ld  
a n d  th e  d e v e lo p m e n t o f s t ra te g ie s  fo r  e n a b lin g  th em  to  re a lis e  th e ir  a m b it io n s  
fo r  th e ir  fa m ily . T h is  s tu d y  w o u ld  in d ic a te  th a t, ju s t a s  th e re  is  a  s p e c tru m  o f 
a u tis m , s o  to o  th e re  is  l ik e ly  to  b e  a  s p e c tru m  o f  fa m ily  n e e d s  a n d  v a lu e s . S o m e  
p a re n ts , m y s t if ie d  b y  th e ir c h ild ’s  d e v e lo p m e n ta l p a th  a n d , p e rh a p s , lo s in g  
c o n fid e n c e  in  th e ir  p a re n tin g  s k il ls , m a y  w e lc o m e  a n  e a r ly  e x p la n a t io n  fo r  th e ir  
c h ild ’s  d e v e lo p m e n t a n d  a u t is m  s p e c if ic  p ro fe s s io n a l g u id a n c e  (R a n d a ll a n d  
P a rk e r , 1 9 9 9 ; T a m s , 2 0 0 1 ) . O th e r p a re n ts  m a y  h a v e  s o m e  q u e s t io n s  a b o u t 
th e ir c h ild ’s d e v e lo p m e n t b u t w o u ld  f in d it em o t io n a lly d e v a s ta t in g  a n d  
u n d e rm in in g  to  h a v e  th e ir  c h ild , a n d  th e ir  fa m ily , ‘la b e lle d ’ . O n e  c h a lle n g e  fo r
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re s e a rc h e rs  w il l b e  in  fo rm u la tin g , w ith  p a re n ts  a n d  p ro fe s s io n a ls , s y s te m s  fo r  
id e n tify in g  p a re n ta l p o s it io n s  a n d  c re a t in g  a  ra n g e  o f f le x ib le  s tra te g ie s  fo r  
n e g o t ia t in g  a p p ro p r ia te  le v e ls  o f  s u p p o r t .
A n y  s u p p o r t fo r  th is  p ro c e s s  is  c u rre n t ly  fo u n d , n o t w ith in  th e  a u t is m  s p e c if ic  
l i te ra tu re  th a t h a s  t ra d it io n a lly  fo c u s e d  o n  th e  n e g a t iv e  a s p e c ts  o f  th e  p a re n tin g  
e x p e r ie n c e  b u t w ith in  g e n e r ic  d is a b il i ty  re s e a rc h . T h is , I w o u ld  a rg u e , h a s  
t ra d it io n a lly  b e e n  o u ts id e  o f th e  fra m e  o f re fe re n c e  fo r m o s t a u tis m - fo c u s e d  
p ro fe s s io n a ls . F ro m  th e  f in d in g s  o f  th is  s tu d y , I w o u ld , th e re fo re , a rg u e  th a t it is
t im e  fo r  a u t is m - fo c u s e d  re s e a rc h e rs  to  c o n te x tu a lis e  th e ir  w o rk  w ith in  th e  w id e r
d is a b ili ty  d e b a te s . If n o t, th e n  a u t is m  s tu d ie s  w il l c o n t in u e  to  m a in ta in  a n  
in d iv id u a l m o d e l a g e n d a , fo c u s e d  o n  th e  e f fe c ts  o f im p a irm e n t o n  th e  p e rs o n , 
ra th e r th a n  id e n t ify in g  th e  b a rr ie rs  w h ic h  p re v e n t in d iv id u a ls  fro m  le a d in g
in c lu s iv e  a n d  a u to n om o u s  liv e s .
Reflecting on the research process
T h is  d e s ig n  o f th is  s tu d y  e m e rg e d  fro m  m y  fru s tra t io n  w ith  th e  o u tc om e s  o f a n  
a t te m p t to  im p o s e , w h a t I w o u ld  n o w  a rg u e  to  b e , a n  in d iv id u a l m o d e l, a c t io n  
re s e a rc h  in te rv e n tio n  th a t a im e d  to  ‘s h o w ’ p a re n ts  h o w  to  p a re n t th e ir  c h ild  w ith  
a u t is m . W h e n  it b e c a m e  c le a r  to  m e  th a t th is  a p p ro a c h  w o u ld  b e  in tru s iv e  a n d  
u n h e lp fu l b e c a u s e  th e  p a r t ic ip a n ts  w e re  a lre a d y  c le a r ly  s k il le d  in  th e  a c t o f  
p a re n tin g , I tu rn e d  to  a  m e th o d o lo g y  w h ic h  w o u ld  e n a b le  m e  to  u n d e rs ta n d  h o w  
th e  p a r t ic ip a n ts  w e re  e x p e r ie n c in g  th e  s itu a t io n ; a  m e th o d o lo g y  th a t a s k e d  
q u e s t io n s  ra th e r  th a n  te s te d  a n s w e rs . I fo u n d  th is  a p p ro a c h  in  p h e n o m e n o lo g y  
a n d  in  L ife w o r ld , in  p a r t ic u la r . T h e  in s is te n c e  o n  th e  re s e a rc h e r b ra c k e t in g  
p re v io u s  e x p e r ie n c e  a n d  a s s u m p t io n s  e n a b le d  m e , a s  fa r  a s  p o s s ib le , to  s ta n d
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b a c k  f ro m  m y  p re v io u s  p o s it io n  a s  a  te a c h e r a n d  to  c o n c e n tra te  o n  re c o rd in g  
h o w  th e  d ia g n o s tic  p ro c e s s  im p a c te d  o n  th e s e  p a re n ts . T h e  f in d in g s  o f th e  
s tu d y  c h a lle n g e d  m y  in it ia l e x p e c ta t io n s  th a t th e  p a re n t in g  e x p e r ie n c e  w o u ld  b e  
re v e a le d  to  b e  a n  e s s e n t ia l ly  t ra g ic  o n e . I h a v e  p e rs o n a lly  b e e n  le d  b y  th e  d a ta  
to  d is c o v e r  a n d  e n g a g e  w ith  th e  s o c ia l m o d e l o f  d is a b il i ty , w h ic h  h a s  c a u s e d  m e  
to  q u e s t io n m y p re v io u s ly h e ld c o n v ic t io n s , th a t e a r ly in te rv e n t io n  a n d  
‘e d u c a t in g p a re n ts ’ a re  a lw a y s th e  a n sw e rs . I n o w  u n d e rs ta n d p a re n ta l 
p o s it io n s  to  b e  c om p le x a n d v a r ia b le , re q u ir in g  s e n s it iv e  a p p re c ia t io n  b y  
p ro fe s s io n a ls . L ife w o r ld s ’ in s is te n c e o n m a in ta in in g th e v o ic e s o f th e  
p a r t ic ip a n ts  a s  p r im a te , I w o u ld  a rg u e , is  b o th  e m p o w e r in g  fo r  p a r t ic ip a n ts  a n d  
e n a b le s  th e  re a d e r o f th e  re s e a rc h  to  e v a lu a te  its  v a lid ity . T o  s u p p o r t th e  
re a d e rs  o f th is  s tu d y  w ith  th is  p ro c e s s , I h a v e  p re s e n te d  th e  d e s c r ip t io n  o f th e  
e x p e r ie n c e s  a lo n g s id e  q u o ta tio n s  fro m  th e  tra n s c r ip ts . T h is  w a s  in te n d e d  to  
e v id e n c e  th e  s o u rc e  o f th e  d a ta  a n d  s h o w  h o w  I a r r iv e d  a t id e n t ify in g  th e  
e s s e n c e s  o f  th e  e x p e r ie n c e , th e re b y  m a k in g  t ra n s p a re n t , a s  fa r  a s  p o s s ib le , th e  
p ro c e s s  o f  a n a ly s is .
L ife w o r ld  is  a n  id e a l m e th o d o lo g y  fo r  e m a n c ip a to ry  re s e a rc h  b e c a u s e  it v a lu e s  
o n ly  th e  c o n s c io u s  e x p e r ie n c e  o f  th e  p a r t ic ip a n t . T h e  ‘e x p e r t ’ is  th e  o n e  w h o  is  
e x p e r ie n c in g th e p h e n om e n o n . A s a re s e a rc h e r I w a s c o n c e rn e d  w ith  
id e n tify in g  a n d  fo llo w in g  u p  c o n c e p ts  th a t I ‘s e n s e d ’ to  b e  im p o r ta n t to  th e  
p a r t ic ip a n ts . In  th is  w a y  th e  re s e a rc h  a g e n d a  w a s c o n s ta n tly  re v is e d  a n d  
a d a p te d ; th e  re s e a rc h  a g e n d a  w a s  n o t o v e r t ly  d ire c te d  b y  th e  p a r t ic ip a n ts  b u t 
th e y  w e re  c e r ta in ly  a c t iv e  in  s h a p in g  it . In te rv ie w in g  th e  p a re n ts  o v e r  a  y e a r  w a s  
re a lly  h e lp fu l h e re , e n a b lin g  m e  to  p u rs u e  p a r t ic ip a n t le d  d is c u s s io n  w ith o u t 
w o r ry in g  a b o u t m o v in g  to o  fa r  f ro m  m y  o w n  a g e n d a . In  a d d it io n  th e  fra c t io n s
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w ith in  L ife w o r ld  a re  s u f f ic ie n t ly  b ro a d  to  p ro v id e  a  g e n e ra l fra m e w o rk  fo r  
d is c u s s io n  w ith o u t b e c om in g  o v e r ly  p re s c r ip t iv e .
Feedback
M a k in g  s u re  th a t th e  d a ta  p re s e n te d  is  re p re s e n ta t iv e  o f th e  p a r t ic ip a n ts ’ 
e x p e r ie n c e  is  a n  e s s e n t ia l e le m e n t o f p h e n o m e n o lo g ic a l re s e a rc h  (A s h w o rth , 
1 9 9 3 , M o u s ta k a s , 1 9 9 4 ; K v a le , 1 9 9 6 ) . In te rv ie w in g  p a r t ic ip a n ts  o v e r a  y e a r  
p ro v id e d  m e  w ith  th e  o p p o r tu n ity  to  ‘fe e d  b a c k ’ to  p a r t ic ip a n ts , w ith in  th e  
in te rv ie w in g  p ro c e s s , w h a t s e n s e  I w a s m a k in g  o f th e ir e x p e r ie n c e . T h is  
e n a b le d p o in ts  to  b e a g re e d , c la r if ie d  o r re v is e d u n t i l m y ‘in te rp re ta t io n ’ 
c a p tu re d  th e  e x p e r ie n c e . I a m  re a s s u re d , in  m y  c o n c e rn  o v e r th e  e x te n t to  
w h ic h  I w a s  a b le  to  d o  th is  in  p ra c tic e , b y  R a c h e l, o n e  o f th e  p a r t ic ip a n ts . In  
re s p o n s e  to  a n  a r t ic le  th a t I h a d  w r it te n  (H o d g e , 2 0 0 6 ) , w h ic h  d re w  o n  m y  
e x p e r ie n c e s  o f  c o n d u c t in g  th is  re s e a rc h , R a c h e l w ro te :
I t fe e ls  th a t y o u  a re  lis te n in g  v e ry  c a re fu lly  to  u s  a n d  
ta k e n  o n  b o a rd  o u r e x p e r ie n c e s  a n d  v ie w s . N o -o n e  
c o u ld e v e r a c c u s e y o u o f b e in g a n “a r ro g a n t  
p ro fe s s io n a l” , it ’s  o b v io u s  th a t y o u  re s p e c t o u r p o s it io n  
b y  th e  w a y  y o u  a re  s o  w il lin g  to  m a k e  a d ju s tm e n ts  a n d  
ta k e  u s  s e r io u s ly . I s e n d  a  w e ll f irm e d  r ip p le  o f  a p p la u s e  
to  y o u  a lo n g  w ith  a  h e a r ty  n o d  o f a p p ro v a l (p e rs o n a l 
c o m m u n ic a t io n  b y  e m a il, J u n e  2 0 0 5 ) .
I h a v e  y e t to  id e n t ify  h o w  p a r t ic ip a n ts  w il l re s p o n d  to  th e ir  p e rs o n a l e x p e r ie n c e  
b e in g  p re s e n te d  a s  p a r t o f  a  c o lle c t iv e  a c c o u n t. M y  e x p e c ta tio n  is  th a t th e y  w il l 
b e  a b le  to  re c o g n is e  c le a r ly  th e ir o w n  v o ic e  w ith in  th e  te x t b u t a ls o  h a v e  
e m p a th y  fo r th e  o th e r p o s it io n s  re c o rd e d  th e re . I w il l e x p lo re  th is  w ith  th e  
p a r t ic ip a n ts  o n c e  th e y  h a v e  h a d  a n  o p p o r tu n ity  to  re a d  th ro u g h  th e  fu ll a c c o u n t 
o f  th e  s tu d y , p re s e n te d  in  its  c u r re n t fo rm .
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I w o u ld  a ls o  lik e  to  d is c u s s  w ith  th e  p a r t ic ip a n ts  in  w h a t o th e r  fo rm s  th e y  w o u ld  
l ik e  to  s e e  th e  f in d in g s  p re s e n te d  a n d  to  w h o m . W h ile  I w o u ld  lik e  to  d e v is e  a n d  
c o -p re s e n t th e s e  f in d in g s  w ith  th e  p a r t ic ip a n ts , I a n t ic ip a te  th a t th e y  m ig h t h a v e  
a  ra n g e  o f re s p o n s e s  to  th is . S om e  m ig h t h a v e  ‘m o v e d  o n ’ n o w  fro m  th e  
e x p e r ie n c e  o f d ia g n o s is  a n d  n o t w is h  to  re v is it it . O th e rs , h o w e v e r , m a y  
w e lc om e  th e  o p p o r tu n ity  to  d is c u s s  th e ir  e x p e r ie n c e s  in  th e  p u b lic  a re n a .
I c e r ta in ly  in te n d  to  u s e  L ife w o r ld  in  fu tu re  s tu d ie s . I w o u ld  e x p lo re  d if fe re n t  
m e th o d s  fo r  p re s e n t in g  th e  d a ta , u t il is in g  th e  f ra c t io n s  a s  h e a d in g s  fo r  e x a m p le . 
I w o u ld  a ls o  e x p lo re  s y s te m s  fo r  s u p p o r t in g  w ith  th e  a n a ly s is  o f d a ta , s u c h  a s  
N U D .IS T , A T L A S  a n d C A Q D A S  (S ilv e rm a n , 2 0 0 0 ) . I m a n a g e d th e  d a ta  
m a n u a lly  th is  t im e , f in d in g  it h e lp fu l to  im m e rs e  m y s e lf c o m p le te ly  w ith in  it ; I 
w a s  c o n c e rn e d , o n c e  I h a d  s ta r te d , th a t c o m p u te r p ro g ram m e s , m ig h t d is tu rb  
ra th e r  th a n  s u p p o r t  th is  p ro c e s s .
Implications for professional practice
A n  im p o r ta n t c o m p o n e n t o f  th e  d is s e r ta t io n  fo r  a  p ro fe s s io n a l d o c to ra te  is  th a t it  
s h o u ld  o f fe r a  c o n tr ib u t io n  to  th e  d e v e lo p m e n t o f p ro fe s s io n a l p ra c t ic e  (T in k le r  
a n d  J a c k s o n , 2 0 0 4 ) . S u p p o r te d  b y  th e  e v id e n c e  fro m  th is  in v e s t ig a t io n  I a rg u e  
th a t p ro fe s s io n a l p ra c t ic e  n e e d s  to  b e  im p ro v e d  in  th e  a re a  o f d ia g n o s is  if  th is  
p ro c e s s  is  to  o f fe r e f fe c t iv e  s u p p o r t to  p a re n ts . T h e  f in d in g s  s u g g e s t th a t  
p ro fe s s io n a ls  w o u ld  m a k e  th e ir  s u p p o r t o f p a re n ts  e n a b lin g  a n d  e m p o w e r in g  if  
th e y  w e re  to  a d o p t  th e  fo l lo w in g  g u id e lin e s .
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Guidelines for inclusive support
•  S e e  a n d  k n o w  th e  c h ild  ra th e r  th a n  th e  d ia g n o s is
•  Id e n t ify p a re n ts ’ p o s it io n s to w a rd s d is a b il ity b e fo re  
a d v is in g
•  U n d e rs ta n d  th a t s o m e  p a re n ts  m a y  w a n t a n d  w il l b e  h e lp e d  
b y  a la b e l b u t o th e rs  m a y n o t; la b e ls  em p o w e r s o m e  
p a re n ts  b u t d is em p o w e r  o th e rs
•  H ig h lig h t , v a lu e  a n d  c e le b ra te  p o s it iv e  p a re n tin g  s k il ls  a n d  
e n c o u ra g e p a re n ts to re f le c t o n w h a t m a k e s th e m  
s u c c e s s fu l p a re n ts
•  H ig h lig h t, v a lu e  a n d  c e le b ra te  c h ild re n ’s  s k il ls  a n d  a b il it ie s  
a n d  e n c o u ra g e  p a re n ts  to  id e n t ify  a ll th a t th e y  e n jo y  a n d
a dm ire  a b o u t  th e ir  c h ild
•  E n c o u ra g e  p a re n ts  to  l iv e  in  th e  h e re  a n d  n o w , e n jo y in g  th e  
m om e n t; b e re a lis t ic a b o u t th e c h ild ’s a n t ic ip a te d  
d e v e lo pm e n ta l p a th  b u t a lw a y s  h ig h lig h t a n y  p o te n tia l ly  
p o s it iv e  a s p e c ts  o f  th e  e x p e r ie n c e
•  O ffe r  re le v a n t  a d v ic e  a n d  s u p p o r t  to  p a re n ts  w ith o u t m a k in g  
th is  c o n d it io n a l u p o n  a c c e p ta n c e  o f  a  la b e l
•  A t ta c h  re s o u rc e s  to  p e rs o n a l e n tit le m e n t ra th e r  th a n  a  la b e l
•  C h a lle n g e  y o u r o w n  p o s it io n  o n  d is a b il i ty  a n d  re fra m e  th is , 
i f  n e c e s s a ry , s u p p o r te d  b y  a n  a f f irm a t io n  m o d e l o f  d is a b il i ty  
(S w a in  a n d  F re n c h , 2 0 0 0 )
•  R e c o g n is e  th a t a lth o u g h  th e  c h ild  w ith  a u t is m  m a y  n e e d  to  
le a rn  a d a p t iv e  s k il ls , s o  to o  w il l s o c ie ty . S e rv ic e s  c h a lle n g e  
th e  c h ild  a s  m u c h  a s  th e  c h ild  c h a lle n g e s  s e rv ic e s
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•  E n a b le p a re n ta l a c c e s s to lite ra tu re  th a t p rom o te s a  
p o s it iv e  v ie w  o f  p a re n t in g  d is a b le d  c h ild re n
•  S u p p o rt p a re n ts  w ith  e v a lu a tin g  w h e th e r c o n n e c t in g  w ith  
o th e r p a re n ts  o f d is a b le d  c h ild re n  is  r ig h t fo r  th e m , a t th a t 
t im e  a n d , if  s o , fa c il i ta te  e n g a g em e n t  w ith  p a re n ts  w h o  h a v e  
p o s it iv e  e x p e r ie n c e s o f p a re n t in g  c h ild re n  w ith s im ila r  
a b il i t ie s  a n d  c h a lle n g e s
•  In c lu d e p a re n ts in in te r-p ro fe s s io n a l d is c u s s io n a b o u t 
d ia g n o s is
•  A c c e p t th a t, if  p a re n ts  a re  c h a lle n g in g  w h a t is  b e in g  o f fe re d
to  th e m , th e n  a n  a lte rn a t iv e  n e e d s  to  b e  fo u n d  w h ic h  s u its
th e m  b e tte r a s a fa m ily a n d f its  w ith  th e ir p a re n t in g  
p h ilo s o p h y .
In  o rd e r  fo r  th e s e  d e v e lo p m e n ts  to  o c c u r  in  p ra c t ic e , h o w e v e r, p ro fe s s io n a ls  w il l 
n e e d  to  b e  s u p p o r te d  w ith  re f le c t in g  o n  a n d  tra n s fo rm in g  th e ir  o w n  p e rc e p t io n s  
o f d is a b il i ty . S o c ia l m o d e l re s e a rc h e rs  n e e d  to  s u p p o r t th is  b y  m a k in g  e x p lic it  
p ra c t ic a l c h a n g e s  th a t w il l e n a b le  s h ifts  in  th in k in g . A re n d t (1 9 5 1 ) s u g g e s ts  th a t 
o rd in a ry  p e o p le  c o m m it o p p re s s iv e  a c ts , n o t n e c e s s a r i ly  th ro u g h  m a lic io u s n e s s  
b u t ra th e r b e c a u s e  o f a  m is g u id e d  b e lie f th a t w h a t th e y  a re  d o in g  is  fo r th e  
g re a te r  g o o d . A rm s tro n g  (1 9 9 9 )  c ite s  S ib le y ’s  (1 9 9 5 ) c o n c e p t o f  th e  ‘o d d n e s s  o f  
th e  o rd in a ry ’ , a c k n o w le d g in g  th a t th e  m a jo r ity  m a y  h a v e  s im p ly  c o m e  to  a c c e p t 
c e r ta in  p ra c t ic e s  a s  ‘n o rm a l’ a n d  ‘h o w  it is ’ , w ith o u t a p p re c ia t in g  th e  p o te n t ia lly  
e x c lu s io n a ry n a tu re  o f th e s e . T h e s o c ia l m o d e l, s u p p o r te d b y a c le a r ly  
a r t ic u la te d a n d a c h ie v a b le  fram e w o rk  fo r p ra c t ic a l c h a n g e , w il l e m p ow e r  
p ro fe s s io n a ls  to  re a s s e s s  th e ir  p e rc e p tio n  o f w h a t c o n s titu te s  ‘d o in g  g o o d ’ in
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re la t io n  to  d is a b il ity , to  s u r re n d e r th e  b u rd e n o f e x p e r t is e , d e v e lo p  n e w  
c o lla b o ra t iv e  p ra c t ic e s a n d to e x p lo re  a c c e p te d p ra c t ic e s fro m  d if fe re n t 
p e rs p e c tiv e s . A  b o d y  o f lite ra tu re  is  s ta r t in g  to  e m e rg e  w h ic h  c h a lle n g e s  th e  
a p p lic a t io n  o f in d iv id u a l m o d e l p ra c t ic e s  to  p e o p le  w ith  A S D s . T h e s e  w o rk s  
c h a lle n g e  th e  p re v io u s  a s s u m p t io n s  a b o u t th e  e x p e r ie n c e  o f p a re n tin g  a  c h ild  
w ith  a u t is m  (e .g . G re e n , 2 0 0 3 ; H o d g e , 2 0 0 5 ; S m ith  a n d  G o o d le y , 2 0 0 5 ; W a ltz , 
2 0 0 5 ) . T h is  s tu d y  w il l c o n tr ib u te  to  th is  d is c u s s io n  b o th  b y  id e n tify in g  p ra c t ic a l 
s t ra te g ie s  to  e n a b le  c h a n g e  a n d  d e m o n s tra t in g  th e  v a lu e  o f g e n e r ic  d is a b il ity  
re s e a rc h  to  th e  d e v e lo p m e n t o f a u t is m  s e rv ic e s . T h e  q u e s t io n  o f h o w  w e  c a n  
im p ro v e s e rv ic e  p ro v is io n  fo r p e o p le w ith a u tis m  a n d th e ir fa m il ie s is  
c h a lle n g in g  a n d  c o m p le x . H o w e v e r , c o n d u c t in g  th is  re s e a rc h  h a s  s h o w n  m e  
th a t if  w e  a re  to  f in d  o u t w h a t th e  p a re n ts  o f  c h ild re n  w ith  a u t is m  w a n t a n d  n e e d ,  
in  o rd e r  to  a c h ie v e  th e ir  g o a ls , th e n  w e  s h o u ld  s im p ly  a s k  th e m .
In  th is  f in a l c h a p te r I h a v e , th e re fo re , re c a lle d  th e  fo c i o f p re v io u s  c h a p te rs . I 
th e n  s y n th e s is e d  th e  m e a n in g s  a n d  e s s e n c e s  o f th e  e x p e r ie n c e  o f p a re n tin g  a  
c h ild  th ro u g h  th e  d ia g n o s t ic  p e r io d  (M o u s ta k a s , 1 9 9 4 ) . I re v e a le d  th a t th e  
p a re n ts  u n d e rw e n t a  c ir c u la r  jo u rn e y  a n d  id e n t if ie d  fo u r  m a jo r  t ra n s it io n  p o in ts . I 
a rg u e d  th a t p ro fe s s io n a ls , w o rk in g  w ith in  a n  in d iv id u a l m o d e l o f d is a b il i ty ,  
n e g a te  ra th e r th a n e n a b le  th e p a re n tin g  e x p e r ie n c e . T h e m o t iv a t io n s o f 
p ro fe s s io n a ls  w e re  th e n  c o n s id e re d  a n d  p la c e d  w ith in  th e  c o n te x t o f  th e  p o lit ic a l 
a g e n d a . I c la im e d  th a t th e  g o v e rn m e n t, b y  e m p lo y in g , w ith in  th e  le g is la t io n ,  
c o n fl ic t in g  d is c o u rs e s , h a s  t ra p p e d  p ro fe s s io n a ls  w ith in  a n  in d iv id u a l a n d  s o c ia l 
m o d e l d ic h o tom y .
I a ls o  re la te d  m y  f in d in g s  to  p re v io u s  s tu d ie s , a rg u in g  th a t th e  e v id e n c e  h e re  
d is p u te s th e  a u tis m  s p e c if ic  in v e s t ig a t io n s  th a t p ro m o te  a p re d om in a n tly  
n e g a t iv e  im a g e  o f p a re n tin g . R a th e r , th e  re s u lts  o f th is  s tu d y  s u p p o r t a n d
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e x te n d  p re v io u s  f in d in g s  w h ic h  h a v e  a r is e n  la rg e ly  o u t g e n e r ic  d is a b il i ty  s tu d ie s  
a n d  w h ic h  c la im  th a t th e  e x p e r ie n c e  o f p a re n t in g  a  d is a b le d  c h ild  is  a  m o re
b a la n c e d  o n e .
A  c r it iq u e  w a s  o f fe re d  o f th e  re s e a rc h  p ro c e s s  fo r th is  s tu d y , w ith  L ife w o r ld  
e v a lu a te d  a s  a  u s e fu l m e th o d o lo g y  fo r e m a n c ip a to ry re s e a rc h . I id e n tif ie d  
t r ia l l in g  d if fe re n t m e th o d s  o f p re s e n t in g  th e  d a ta  a n d  u t i lis in g  c o m p u te r  s u p p o r t  
p a c k a g e s  fo r a n a ly s is , a s  a re a s  fo r m y  o w n  d e v e lo p m e n t. S u g g e s tio n s  fo r  
a re a s  o f  fu tu re  re s e a rc h  w e re  a ls o  m a d e , e m p h a s is in g  th e  n e e d  fo r  re s e a rc h e rs  
to  s u p p o r t p ro fe s s io n a ls  w ith  id e n tify in g  m e c h a n ism s  fo r re m o v in g  b a rr ie rs  to  
in c lu s io n  a n d  e n tit le m e n t, th e re b y  m a k in g  th e  th e o ry  o f th e  s o c ia l m o d e l a  
p ra c t ic a l re a lity . T h e  c h a p te r  c o n c lu d e d  b y  s u g g e s t in g  h o w  p ro fe s s io n a l p ra c t ic e  
m ig h t d e v e lo p  in  o rd e r  to  m o v e  a w a y  f ro m  a n  in d iv id u a l m o d e l fo c u s  o n  d e f ic it  
a n d to em b ra c e a s o c ia l m o d e l a g e n d a . T h is w o u ld m e a n e n a b lin g  
p ro fe s s io n a ls  to  s u p p o r t p a re n ts  w ith  re fra m in g  th e ir a t t itu d e s  to  d is a b il i ty ,  
c e le b ra t in g  p o s it iv e  e x p e r ie n c e s  a n d , c o lla b o ra t iv e ly , id e n tify in g  a n d  re m o v in g  
b a r r ie rs  to  th e  a c h ie v e m e n t o f  a s p ira t io n s .
2 2 3
References
A k is te r , J . a n d  J o h n s o n , K . (2 0 0 2 ) P a re n t in g  is s u e s  th a t m a y  b e  a d d re s s e d  
th ro u g h  a  c o n f id e n tia l h e lp lin e . Hea lth and Soc ia l C are in the Commun ity 1 0 ,2 :  
1 0 6 -1 1 1
A n d e rs o n , R .C . (1 9 9 1 ) I ju s t lo v e  W a lte r  a s  h e  is . The E xcep tiona l P a ren t, A p r il ,  
2 1 ,3 : 2 2 -2 4
A re n d t, H . (1 9 5 1 ) The O rig ins  o f To ta lita rian ism . N e w  Y o rk : H a rc o u r t , B ra c e  a n d  
W o r ld
A rm s tro n g , F . (1 9 9 9 ) In c lu s io n , c u r r ic u lu m  a n d  th e  s tru g g le  fo r  s p a c e  in  s c h o o l.  
In te rna tiona l Jou rna l o f Inc lus ive  Education , 3 ,1 : 7 5 -8 7
A rm s tro n g , F . (2 0 0 3 ) D if fe re n c e , d is c o u rs e  a n d  d e m o c ra c y : th e  m a k in g  a n d  
b re a k in g  o f p o lic y  in  th e  m a rk e t p la c e . In te rna tiona l Jou rna l o f Inc lus ive  
Educa tion , 7 , 3 : 2 4 1 -2 5 7
A s h w o r th , P .D . (1 9 9 6 ) P re s u p p o s e  n o th in g ! T h e  s u s p e n s io n  o f a s s um p tio n s  in  
p h e n o m e n o lo g ic a l p s y c h o lo g ic a l m e th o d o lo g y . Jou rna l o f Phenom eno log ica l 
Psycho logy , 2 7 :1 -2 5
A s h w o r th , P .D  (2 0 0 3 a ) T h e P h e n om e n o lo g y o f th e  L ife w o r ld  a n d S o c ia l 
P s y c h o lo g y . Soc ia l P sycho logy  R ev iew , 5 ,1 :1 8 -3 4
A s h w o r th , P .D . (2 0 0 3 b )  T h e  o r ig in s  o f q u a lita t iv e  p s y c h o lo g y  in  J .A .S m ith  (E d )  
Qua lita tive P sycho logy : A  p rac tica l gu ide to  resea rch  m e thods. L o n d o n : S A G E
A s h w o r th , P .D . a n d  H a g a n , M . T e re s a  (1 9 9 3 )  T h e  m e a n in g  o f in c o n t in e n c e : a  
q u a lita t iv e  s tu d y  o f n o n -g e r ia t r ic  u r in a ry  in c o n tin e n c e  s u ffe re rs . Jou rna l o f 
Advanced  N urs ing , 1 8 : 1 4 1 5 -1 4 2 3
A s h w o r th , P .D ., F re e w o o d , M . a n d  M a c d o n a ld , R . (2 0 0 3 ) T h e  s tu d e n t l i fe w o r ld  
a n d  th e  m e a n in g s  o f p la g ia r is m . Jou rna l o f Phenom eno log ica l Psycho logy , 
3 4 ,2 : 2 5 7 -2 7 7
A s h w o r th , P .D . a n d M a n C h e u n g C h e u n g C h u n g ( fo r th c o m in g , 2 0 0 6 )  
C o n c lu s io n : P h e n o m e n o lo g y  a n d  p s y c h o lo g ic a l s c ie n c e . In  P .D . A s h w o r th  a n d  
M a n  C h e u n g  C h e u n g  C h u n g  (E d s ) Phenom eno logy and  P sycho log ica l S c ience : 
H is to rica l and  Ph ilosoph ica l P e rspectives . N e w  Y o rk : S p r in g e r
A v d i, E ., G r if f in , C ., B ro u g h , S . ‘P a re n ts ’ C o n s tru c t io n s  o f th e  ‘P ro b le m ’ d u r in g  
A s s e s s m e n t a n d  D ia g n o s is  o f th e ir  C h ild  fo r a n  A u t is t ic  S p e c tru m  D is o rd e r ’ . 
Jou rna l o f H ea lth  P sycho logy , 5 , 2 : 2 4 1 -2 5 4
B a rn a rd , J . , H a rv e y , V ., P r io r , A . a n d  P o tte r , D . (2 0 0 1 ) Igno red o r ine lig ib le?  
The rea lity fo r adu lts w ith au tism  spectrum  d iso rde rs . L o n d o n : N A S . A v a ila b le  
f ro m : h t tp :/ /w w w .n a s .o rg .u k /c o n te n t/1 Z c 4 /2 8 /6 1 / ig n o re d .p d f
B a rn e s , C . (2 0 0 0 )  A  w o rk in g  s o c ia l m o d e l?  D is a b il i ty , w o rk  a n d  d is a b il ity  p o lit ic s  
in  th e  2 1 s t c e n tu ry . C ritica l S oc ia l P o licy , 2 0 , 4 : 4 4 1 -4 5 7
2 2 4
B a rn e s , C . (2 0 0 3 ) W h a t a  D if fe re n c e  a  D e c a d e  M a k e s : re fle c t io n s  o n  d o in g  
‘e m a n c ip a to ry ’ d is a b ili ty  re s e a rc h . D isab ility  &  Soc ie ty , 1 8 ,1 : 3 -1 7
B a r ry , C .A . , S te v e n s o n , F .A . , B r it te n , N ., B a rb e r , N . a n d  B ra d le y , C .P . (2 0 0 1 )  
G iv in g  v o ic e  to  th e  life w o r ld . M o re  h u m a n e , m o re  e f fe c t iv e  m e d ic a l c a re ?  A  
q u a lita t iv e  s tu d y  o f d o c to r -p a t ie n t c o m m u n ic a t io n  in  g e n e ra l p ra c t ic e . Soc ia l 
Science &  M ed ic ine , 5 3 , 4 : 4 8 7 -5 0 5
B a s s e y , M . (1 9 9 9 ) Case s tudy resea rch in educa tiona l se ttings. B u c k in g h a m : 
O p e n  U n iv e rs ity  P re s s
B e n g ts s o n , J . (2 0 0 4 )  A  L ife -W o r ld  A p p ro a c h  fo r  E d u c a tio n a l R e s e a rc h . K e y n o te  
a d d re s s o n  th e  P o s t-G ra d u a te a n d N e w  R e s e a rc h e rs ’ P re -C o n fe re n c e  o f 
E u ro p e a n  C o n fe re n c e  o n  E d u c a t io n a l R e s e a rc h , U n iv e rs ity  o f C re te , 2 0 -2 1  
S e p tem b e r
B e tte lh e im , B . (1 9 5 6 ) C h ild h o o d  s c h iz o p h re n ia  a s a re a c t io n  to  e x tre m e  
s itu a t io n s . Am erican  Jou rna l o f O rthopsych ia try, 2 6 : 5 0 7  -  5 1 8  
B e t te lh e im , B . (1 9 6 7 ) The Em pty  Fo rtress . N e w  Y o rk : F re e  P re s s
B e tte lh e im , B  (1 9 8 7 ) A Good Enough Parent: A  Book on Ch ild -R earing . N e w  
Y o rk : V in ta g e  B o o k s
B il lin g to n , T . (2 0 0 0 ) Separa ting , Losing and Exc lud ing Ch ild ren , Narra tives o f 
D iffe rence . L o n d o n : R o u t le d g e F a lm e r
B re tt , J . (2 0 0 2 ) T h e  E x p e r ie n c e  o f D is a b il ity  f ro m  th e  P e rs p e c t iv e  o f P a re n ts  o f  
C h ild re n  w ith  P ro fo u n d  Im p a irm e n t: is  it t im e  fo r a n  a lte rn a t iv e  m o d e l o f 
d is a b il i ty ?  D isab ility  &  Soc ie ty ,17 , 7 : 8 2 5 -8 4 3
B rym a n , A . (2 0 0 1 )  Soc ia l R esearch  M e thods. O x fo rd : O x fo rd  U n iv e rs ity  P re s s
B u tte r , E . , W y n n , J . , a n d  M u lic k , J .A . (2 0 0 3 ) E a r ly  in te rv e n t io n  c r it ic a l to  a u tis m  
tre a tm e n t. Ped ia tric  A nna ls, 3 2 ,1 0 : 6 7 7
C am p b e ll, J . (2 0 0 2 ) V a lu in g  D iv e rs ity : th e  d is a b il ity  a g e n d a  -  w e ’v e  o n ly  ju s t  
b e g u n . C u r re n t Is s u e s . D isab ility  &  Soc ie ty , 1 7 , 4 : 4 7 1 -4 7 8
C a s e , S . (2 0 0 0 ) R e fo c u s in g  o n  th e  P a re n t : w h a t a re  th e  s o c ia l is s u e s  o f 
c o n c e rn  fo r  p a re n ts  o f  d is a b le d  c h ild re n ?  D isab ility  &  Soc ie ty , 1 5 , 2 : 2 7 1 -2 9 2
C a s e , S . (2 0 0 1 ) L e a rn in g  to  p a r tn e r , D is a b lin g  C o n fl ic t : e a r ly  in d ic a t io n s  o f a n  
im p ro v in g  re la t io n s h ip  b e tw e e n  p a re n ts  a n d  p ro fe s s io n a ls  w ith  re g a rd  to  s e rv ic e  
p ro v is io n  fo r  c h ild re n  w ith  le a rn in g  d is a b il it ie s . D isab ility  &  Soc ie ty , 1 6 , 6 : 8 3 7 -  
8 5 4
C h a rm a n , T . (2 0 0 2 ) T h e  p re v a le n c e  o f a u t is m  s p e c tru m  d is o rd e rs , R e c e n t 
e v id e n c e  a n d  fu tu re  c h a lle n g e s . European Ch ild &  Ado lescen t P sych ia try , 1 1 : 
2 4 9 -2 5 6
2 2 5
C h a rm a n , T . a n d  B a ird , G . (2 0 0 2 ) P ra c t it io n e r R e v ie w : D ia g n o s is  o f a u tis m  
s p e c tru m  d is o rd e r  in  2- a n d  3  -  y e a r  -  o ld  c h ild re n . Jou rna l o f C h ild  P sycho logy  
and  P sych ia try , 4 3 , 3 : 2 8 9 -3 0 5
C la ib o rn e  P a rk , C . (1 9 8 3 ) The S iege . L o n d o n : H u tc h in s o n  & C o . (P u b lis h e rs )  
L td .
C o h e n , L . a n d  M a n io n , L . (1 9 9 4 ) Research M ethods in Educa tion . L o n d o n : 
R o u tle d g e
C o o lic a n , H . (1 9 9 4 ) Research m ethods and S ta tis tics in Psycho logy . L o n d o n : 
H o d d e r  &  S to u g h to n
C re s w e ll, J .W . (2 0 0 3 ) Research des ign , Q ualita tive , Q uantita tive , and M ixed  
Methods Approaches, 2 n d  e d . L o n d o n : S a g e  P u b lic a t io n s
D a h lb e rg , K ., D re w , N . a n d  N y s tro m , M . (2 0 0 1 ) Reflec tive L ifeworld  R esearch . 
L u n d : S tu d e n t l i t te ra tu r
D a w s o n , M . (2 0 0 3 ) Bette lhe im ’s W ors t C rim e , (o n lin e ) , la s t a c c e s s e d  o n  7  
O c to b e r  2 0 0 5  a t U R L : h ttp : / /w w w .s e n te x .n e t
D e a l, M . (2 0 0 3 ) D is a b le d  P e o p le ’s  A t t itu d e s  to w a rd  O th e r  Im p a ire m e n t G ro u p s : 
a  h ie ra rc h y  o f  im p a irm e n ts . D isab ility  &  Soc ie ty , 1 8 , 7 : 8 9 7 -9 1 0
D e n z in , N .K . a n d  L in c o ln , Y .S . (E d s )  (1 9 9 4 ) Handbook o f Q ua lita tive R esearch . 
London-. S A G E
D fE  (1 9 9 4 ) Code o f P rac tice on the Iden tifica tion  and A ssessm ent o f Spec ia l 
Educa tiona l N eeds. L o n d o n : D fE
D fE E  (1 9 9 8 ) Meeting spec ia l educa tiona l needs: A prog ramme o f action . 
S u d b u ry : D F E E  P u b lic a t io n s  C e n tre
D fE S  (2 0 0 3 )  Every C h ild  M a tte rs , w w w .d fe s .g o v .u k /e v e ry c h ild m a tte rs
D fE S  a n d D H  (2 0 0 3 ) Toge the r F rom The S ta rt - P rac tica l gu idance fo r 
pro fess iona ls work ing w ith d isab led ch ild ren (b irth to th ird  b irthday) and the ir  
fam ilies . N o tt in g h a m : D fE S  P u b lic a tio n s
D fE S  a n d  D H  (2 0 0 4 a )  Nationa l Se rv ice F ram ework fo r C h ild ren , Young Peop le  
and  M a tern ity  Se rv ices , E xecu tive Summary . L o n d o n : D H  P u b lic a tio n s
D fE S  a n d  D H  (2 0 0 4 b ) Nationa l Se rv ice  F ram ework fo r C h ild ren , Young Peop le  
and M ate rn ity Serv ices , D isab led Ch ild ren and Young Peop le and those w ith  
Comp lex H ea lth  N eeds. L o n d o n : D o H  P u b lic a t io n s
D H  (2 0 0 1 ) Va lu ing  Peop le  (W h ite  P a p e r) . L o n d o n : T h e  S ta t io n e ry  O ff ic e :
D o w lin g , M . a n d  D o la n , L . (2 0 0 1 ) F am ilie s  w ith  C h ild re n  w ith  D is a b il i t ie s  -  
In e q u a lit ie s  a n d  th e  S o c ia l M o d e l. D isab ility  &  Soc ie ty , 1 6 , 1 : 2 1 -3 5
2 2 6
D u n n , M .E ., B u rb in e , T . , B o w e rs , C .A . a n d  T a n t le f f -D u n n , S . (2 0 0 1 ) M o d e ra to rs  
o f  S tre s s  in  P a re n ts  o f  C h ild re n  w ith  A u t is m . Commun ity M en ta l H ea lth  Jou rna l, 
3 7 , 1 :3 9 -5 2
E is e n b e rg , L . a n d  K a n n e r , L . (1 9 5 6 ) E a r ly  In fa n t i le  A u t is m . Am erican Jou rna l o f 
O rthopsych ia try , 2 6 : 5 5 6  -  5 6 6
E s d a ile , S .A . a n d  G re e n w o o d , K .M . (2 0 0 3 ) A  c o m p a r is o n  o f m o th e rs ’ a n d  
fa th e rs ’ e x p e r ie n c e  o f p a re n tin g s tre s s a n d a ttr ib u t io n s fo r p a re n t-c h ild  
in te ra c t io n  o u tc o m e s . Occupa tiona l The rapy In te rna tiona l, 1 0 , 2 :1 1 5 -1 2 6
F in la y , L  (2 0 0 2 ) N e g o tia t in g  th e  sw am p : th e  o p p o r tu n ity  a n d  c h a lle n g e  o f 
re f le x iv ity  in  re s e a rc h  p ra c t ic e . Qua lita tive Research , 2 , 2 : 209-230 . L o n d o n : 
S A G E
F is h e r , P . a n d  G o o d le y , D . (2 0 0 5 ) Co llabo ra ting w ith Paren ts o f D isab led  
Bab ies : Narra tives o f Res is tance . D e p a rtm e n t o f E d u c a t io n a l S tu d ie s . T h e  
U n iv e rs ity  o f  S h e f f ie ld . U n p u b lis h e d  p a p e r . W o rk  in  p ro g re s s . P a p e r p re s e n te d  
a t th e  N N D R  8 th R e s e a rc h  C o n fe re n c e , O s lo , A p r il 1 4 -1 6 , 2 0 0 5 . P e rs o n a l 
p e rm is s io n  to  q u o te  g iv e n  b y  P . F is h e r .
F lic k , U . (2 0 0 2 )  An In troduction to  Q ua lita tive R esearch . L o n d o n : S A G E
F om b o n n e , E . (2 0 0 3 ) E p id e m io lo g ic a l S u rv e y s  o f A u t is m  a n d  O th e r P e rv a s iv e  
D e v e lo p m e n ta l D is o rd e rs : A n  U p d a te . Jou rna l o f Au tism  and Deve lopm en ta l 
D iso rders , 3 3 , 4 : 3 6 5 -  3 8 2
F o s te r , P . (1 9 9 6 ) Observ ing  S choo ls : A  M e thodo log ica l G u ide . L o n d o n : S A G E
F o s te r , P ., G om m , R ., a n d  H am m e rs le y , M . (2 0 0 0 ) C a s e  S tu d ie s  a s  s p u r io u s  
e v a lu a t io n s : th e  e x a m p le  o f  re s e a rc h  o n  e d u c a t io n a l in e q u a lit ie s . B ritish Jou rna l 
o f E duca tiona l S tud ies , 4 8 , 3 : 2 1 5  -2 3 0
F o u c a u lt , M . (1 9 7 2 ) The  A rchaeo logy o f K now ledge . L o n d o n : T a v is to c k
F o u c a u lt , M . (1 9 8 0 ) Power/Know ledge . H em e l H em p s te a d : T h e H a rv e s te r  
P re s s
F re e b o d y , P . (2 0 0 3 ) Qualita tive  R esearch  in  Educa tion . L o n d o n : S A G E
G a rth , B . a n d  A ro n i, R . (2 0 0 3 ) ‘ I V a lu e  W h a t Y o u  h a v e  to  S a y ’ . S e e k in g  th e  
P e rs p e c t iv e  o f C h ild re n  w ith  a  D is a b il i ty , N o t J u s t th e ir P a re n ts . D isab ility &  
Soc ie ty , 1 8 , 5 : 5 6 1 -5 7 6
G il lm a n , M ., H e ym a n , B . a n d S w a in , J . (2 0 0 0 ) W h a t’s  in  a N am e ?  T h e  
Im p lic a t io n s  o f D ia g n o s is  fo r P e o p le  w ith  L e a rn in g  D if f ic u lt ie s  a n d  th e ir  F a m ily  
C a re rs . D isab ility  &  Soc ie ty , 1 5 , 3 : 3 8 9 -4 0 9
G io rg i A  (1 9 8 5 ) ‘S k e tc h  o f  a  P s y c h o lo g ic a l P h e n o m e n o lo g ic a l M e th o d ’ in  G io rg i,  
A  (E d ) Phenom eno logy and Psycho log ica l Research . P it ts b u rg h , P A  : 
D u q u e s n e  U n iv e rs ity  P re s s
G la s e r , B .G . a n d  S tra u s s , A .L . (1 9 6 7 ) The d iscove ry o f g rounded theo ry : 
S tra teg ies fo r qua lita tive  resea rch . C h ic a g o : A ld in e
2 2 7
G o ffm a n , E . (1 9 6 3 )  S tigm a: N o tes on the M anagemen t o f S po iled  Iden tity . N e w  
J e rs e y : P re n t ic e -H a ll
G o o d le y , D . M o o re ,M . (2 0 0 0 ) ‘D o in g  D is a b il i ty  R e s e a rc h : a c t iv is t l iv e s  a n d  th e  
a c a d e m y ’ . D isab ility  &  Soc ie ty , 1 5 , 6 : 8 6 1 -8 8 2
G o o d le y , D . (2 0 0 1 ) ‘L e a rn in g  D if f ic u lt ie s ’ , th e  S o c ia l M o d e l o f D is a b ili ty  a n d  
Im p a irm e n t: c h a lle n g in g  e p is te m o lo g ie s . D isab ility  &  Soc ie ty , 1 6 , 2 : 2 0 7 -2 3 1
G o u ld in g , C . (1 9 9 9 ) C o n s u m e r re s e a rc h , in te rp re t iv e p a ra d ig m s a n d  
m e th o d o lo g ic a l a m b ig u it ie s . European Jou rna l o f M arke ting , 3 3 , 9 /1 0 : 8 5 9 -8 7 3
G ra y , D . E . (2 0 0 2 ) ‘E v e ry b o d y  ju s t  f re e z e s . E v e ry b o d y  is  ju s t e m b a r ra s s e d ’ : fe lt  
a n d  e n a c te d  s t ig m a  am o n g  p a re n ts  o f c h ild re n  w ith  h ig h  fu n c tio n in g  a u t is m . 
Soc io logy o f H ea lth  &  Illness , 2 4 , 6 : 7 3 4 -7 4 9
G ra y , D . E . (2 0 0 3 ) ‘G e n d e r a n d  c o p in g : th e  p a re n ts  o f c h ild re n  w ith  h ig h  
fu n c tio n in g  a u tis m ’ . Soc ia l S c ience &  M ed ic ine , 5 6 : 6 3 1 -6 4 2
G re e n , S .E . (2 0 0 3 ) “W h a t d o  y o u  m e a n  ‘w h a t ’s  w ro n g  w ith  h e r? ” ’ : s t ig m a  a n d  
th e  liv e s  o f fa m il ie s  o f c h ild re n  w ith  d is a b il i t ie s . Soc ia l S c ience &  M ed ic ine , 5 7 , 
8 : 1 3 6 1 -1 3 7 4
G u b a , E .G . a n d L in c o ln , Y .S . (1 9 9 8 ) C om p e tin g  P a ra d ig m s in  Q u a lita t iv e  
R e s e a rc h  in  N .K . D e n z in  a n d  Y .S . L in c o ln  (E d s ) The Landscape o f Q ua lita tive  
Research : Theories  and  Issues. L o n d o n : S A G E
H am m e rs le y , M . (2 0 0 3 ) C o n v e rs a t io n  a n a ly s is  a n d  d is c o u rs e  a n a ly s is : m e th o d s  
o r  p a ra d ig m s . D iscou rse and  Soc ie ty , 1 4 , 6 : 7 5 1 -7 8 1
H a r re , R . (1 9 9 8 ) ‘W h e n  th e  k n o w e r is  a ls o  th e  k n o w n ’ in  M a y , T . a n d  W ill ia m s , 
M . (E d s ) Know ing the soc ia l w o rld . B u c k in g h a m : O p e n  U n iv e rs ity  P re s s
H a rv e y , L . , M a cD o n a ld , M . a n d  H il l , J . (2 0 0 0 ) . Theories and  M e thods. L o n d o n : 
H o d d e r  &  S to u g h to n
H a s t in g s , R .P . (2 0 0 3 ) C h ild  b e h a v io u r p ro b le m s  a n d  p a r tn e r  m e n ta l h e a lth  a s  
c o r re la te s  o f s tre s s  in  m o th e rs  a n d  fa th e rs  o f c h ild re n  w ith  a u t is m . Jou rna l o f 
In te llec tua l D isab ility  R esearch , 4 7 : 2 3 1 -2 3 7
H a s t in g s , R .P . a n d  J o h n s o n , E . (2 0 0 1 ) S tre s s  in  U K  F am ilie s  C o n d u c tin g  
In te n s iv e  H om e -B a s e d  B e h a v io u ra l In te rv e n t io n  fo r T h e ir Y o u n g  C h ild  w ith  
A u t is m . Jou rna l o f A u tism  and  D eve lopmen ta l D iso rde rs , 3 1 , 3 : 3 2 7 -3 3 6
H e d lu n d , M . (2 0 0 0 ) D is a b il i ty  a s  a  p h e n o m e n o n : A  d is c o u rs e  o f s o c ia l a n d  
b io lo g ic a l u n d e rs ta n d in g . D isab ility  &  Soc ie ty , 1 5 , 5 : 7 6 5 -8 1
H e sm o n d h a lg h , M . a n d  B re a k e y , C . (2 0 0 1 ) Access and Inc lus ion fo r C h ild ren  
w ith Au tis tic Spectrum D iso rde rs : ‘Le t M e In ’. L o n d o n : J e s s ic a  K in g s le y  
P u b lis h e rs
H o , A . (2 0 0 4 ) T o  b e  la b e lle d , o r  n o t to  b e  la b e lle d : th a t is  th e  q u e s tio n . B ritish  
Jou rna l o f Lea rn ing  D isab ilities , 3 2 : 8 6 -9 2
2 2 8
H o d g e , N .S . (2 0 0 5 ) R e f le c t io n s  o n  d ia g n o s in g  a u t is m  s p e c tru m  d is o rd e rs . 
D isab ility  &  Soc ie ty , 2 0 , 3 : 3 5 1 -3 4 9
H o ll id a y , A  (2 0 0 2 )  Do ing  and W riting  Q ua lita tive R esearch . L o n d o n : S A G E
H o w lin , P  (1 9 9 8 ) Ch ild ren w ith Au tism  and Asperge r S yndrom e: A Gu ide fo r 
P ractitioners and  C are rs . C h ic h e s te r : W ile y  .
H u m p h re y , J .C . (2 0 0 0 ) R e s e a rc h in g  D is a b ili ty  P o lit ic s , O r , S o m e  P ro b le m s  w ith  
th e  S o c ia l M o d e l in  P ra c t ic e . D isab ility  &  Soc ie ty , 1 5 , 1 : 6 3 -8 5
J a m e s , M . a n d  W a rn e r , S . (2 0 0 5 ) C o p in g  w ith  th e ir  l iv e s  -  w om e n , le a rn in g  
d is a b il i t ie s , s e lf -h a rm  a n d  th e  s e c u re  u n it: a  Q -m e th o d o lo g ic a l s tu d y . B ritish  
Jou rna l o f Lea rn ing D isab ilities , 3 3 : 1 2 0 -1 2 7
J o rd a n , R . a n d  P o w e ll, S . (1 9 9 5 ) Unders tand ing and Teach ing Ch ild ren w ith  
Autism . C h ic h e s te r : W ile y
J o h n s to n , R . (1 9 9 5 )  T w o  c h e e rs  fo r  th e  re f le c t iv e  p ra c tit io n e r . Jou rna l o f Fu rthe r 
and  H ighe r Education , 1 9 , 3 : 7 4 -8 3
J o rd a n , R . (1 9 9 9 ) Autis tic Spectrum  D iso rders : An in troducto ry handbook fo r 
prac titione rs . L o n d o n : D a v id  F u lto n
K v a le , S . (1 9 9 6 ) In te rv iew s: An In troduction to Qualita tive Research  
In te rv iew ing . L o n d o n : S A G E
K e a rn e y , P .M . a n d  G r if f in , T . (2 0 0 1 ) B e tw e e n  jo y  a n d  s o r ro w : b e in g  a  p a re n t o f  
a  c h ild  w ith  d e v e lo pm e n ta l d is a b il ity . Jou rna l o f A dvanced  Nurs ing , 3 4 , 5 : 5 8 2 -  
5 9 2
K e lly , B . (2 0 0 5 ) C h o c o la te . . .m a k e s  y o u  a u t is m : im p a irm e n t, d is a b il i ty  a n d  
c h ild h o o d  id e n t it ie s . D isab ility  &  Soc ie ty , 2 0 , 3 : 2 6 1  -2 7 5
K e lly , S . (2 0 0 5 ) A  D if fe re n t L ig h t. E x am in in g  Im p a irm e n t th ro u g h P a re n t 
N a r ra t iv e s  o f  C h ild h o o d  D is a b il ity . Jou rna l o f C on tem pora ry  E thnog raphy, 3 4 , 2 : 
1 8 0 -2 0 5
L a n d sm a n , G . (2 0 0 5 ) M o th e rs  a n d  M o d e ls  o f D is a b il i ty . Jou rna l o f M ed ica l 
Hum an ities , 2 6 , 2 /3 :1 2 1 -1 3 9
L u p to n , D . a n d  S c h m ie d , V . (2 0 0 2 ) T h e  r ig h t w a y  o f d o in g  it a ll: F irs t - t im e  
A u s tra lia n  m o th e rs ’ d e c is io n s a b o u t p a id em p lo ym e n t. Women ’s S tud ies  
In te rna tiona l Fo rum , 2 5 , 1 : 9 7 -1 0 7
M a s o n , J . (2 0 0 2 ) Qua lita tive R esearch ing , 2 n d  E d it io n . L o n d o n : S A G E
M o o re , C . (2 0 0 5 ) George  and  Sam . L o n d o n : P e n g u in  U K
M o o re , M ., B e a z le y , S  a n d  M a e lz e r , J . (1 9 9 8 ) Research ing D isab ility Issues. 
B u c k in g h a m : O p e n  U n iv e rs ity  P re s s
M o u s ta k a s , C . (1 9 9 4 ) Phenom eno log ica l R esearch  M e thods. L o n d o n : S A G E
2 2 9
M R C  (2 0 0 1 ) Review of Au tism Research , Ep idem io logy and Causes. 
D e c e m b e r . L o n d o n : M R C  (o n lin e ) la s t a c c e s s e d  1 0  D e c e m b e r 2 0 0 5  a t U R L : 
w w w .M R C .a c .u k
M u ld e r i j , K . (1 9 9 6 ) R e s e a rc h  in to  th e  life w o r ld  o f p h y s ic a lly  d is a b le d  c h ild re n . 
Ch ild : ca re , hea lth  and  deve lopm en t, 2 2 , 5 : 3 1 1 -3 2 2
M u rra y , P . (2 0 0 0 ) D is a b le d  C h ild re n , P a re n ts  a n d  P ro fe s s io n a ls : p a r tn e rs h ip  o n  
w h o s e  te rm s ?  D isab ility  &  Soc ie ty ,1 5 , 4 : 6 8 3 -6 9 8
O ’G ra d y , A ., P le a s e n c e , P ., B a lm e r, N .J . , B u c k , A . a n d  G e n n , H . (2 0 0 4 ) 
D is a b il i ty , s o c ia l e x c lu s io n  a n d  th e  c o n s e q u e n t ia l e x p e r ie n c e  o f ju s t ic ia b le  
p ro b le m s . D is a b il i ty  &  S o c ie ty , 1 9 , 3 : 2 5 9 -2 7 1
O liv e r , M . (1 9 9 0 ) The Po litics o f D isab lem ent. B a s in g s to k e : M a cm illa n
O liv e r , M . (1 9 9 6 ) Unders tand ing  D isab ility , from  theo ry  to  p rac tice . B a s in g s to k e : 
M a cm illa n
O liv e r , M . (1 9 9 7 ) T h e D is a b il i ty  M o v em e n t is a N e w  S o c ia l M o v em e n t! 
Commun ity  D eve lopmen t Jou rna l, 3 2 , 3 : 2 4 4  -2 5 1
O liv e r , M . (2 0 0 3 ) D is a b le d  P e o p le  in  P . A lc o c k , A . E rs k in e  a n d  M . M a y  (E d s )  
The S tuden t’s  C om pan ion to  Soc ia l P o licy . O x fo rd : B la c kw e ll P u b lis h in g
O n g -D e a n , C . (2 0 0 5 ) R e c o n s id e r in g  th e  S o c ia l L o c a tio n  o f  th e  In d iv id u a l m o d e l:  
A n E x am in a tio n o f D is a b il ity  in P a re n t in g  L ite ra tu re . Jou rna l o f M ed ica l 
Human ities , 2 6 , 2 /3 : 1 4 1 -1 5 8
O r lo w s k a , D . (1 9 9 5 ) P a re n ta l P a r tic ip a tio n  in  Is s u e s  C o n c e rn in g  th e ir  S o n s  a n d  
D a u g h te rs  w ith  L e a rn in g  D is a b il i t ie s . D isab ility  &  Soc ie ty , 1 0 , 4 : 4 3 7 -4 5 6
O u th w a ite , W . (1 9 9 6 ) in  B .S . T u rn e r (E d .) The B lackwe ll C om pan ion to Soc ia l 
Theory . O x fo rd : B la c kw e ll P u b lis h e rs  In c
P u n c h . K .F . (1 9 9 8 ) In troduction to Soc ia l resea rch : Q uan tita tive & Q ualita tive  
Approaches. L o n d o n : S A G E
R a n d a ll,P . a n d  P a rk e r , J . (1 9 9 9 ) Supporting the Fam ilies o f Ch ild ren w ith  
Autism . C h ic h e s te r :  W ile y
R ic o e u r , P . (1 9 7 0 ) F reud and Ph ilosophy: An essay on in te rp re ta tion . N e w  
H a v e n : Y a le  U n iv e rs ity  P re s s
R o b in s , D . L ., F e in , D . a n d  B a r to n , M . L . (2 0 0 1 ) T h e  M o d if ie d  c h e c k lis t fo r  
a u t is m  in  to d d le rs : a n  in it ia l s tu d y  in v e s t ig a t in g  th e  e a r ly  d e te c t io n  o f  a u t is m  a n d  
p e rv a s iv e  d e v e lo pm e n ta l d is o rd e rs . Jou rna l o f Au tism and Deve lopmen ta l 
D iso rde rs , 3 1 , 2 :1 3 1 -1 4 4
R o b s o n , C . (1 9 9 3 ) Real W orld  R esearch , A  Resource fo r Soc ia l S c ien tis ts  and  
P ractitioner-R esearche rs . O x fo rd : B la c k w e ll
R u s s e ll, F . (2 0 0 3 ) T h e  e x p e c ta tio n s  o f p a re n ts  o f d is a b le d  c h ild re n . B ritish  
Jou rna l o f S pecia l E duca tion , 3 0 , 3 : 1 4 4 -1 4 9
2 3 0
R u s s e ll, P . A c c e s s a n d A c h ie v e m e n t o r S o c ia l E x c lu s io n ? A re th e  
G o v e rn m e n t ’s  P o lic ie s  W o rk in g  fo r D is a b le d  C h ild re n  a n d  T h e ir F am ilie s ?  
Ch ild ren &  Soc ie ty , 1 7 : 2 1 5 -2 2 5
S a ru p , M . (1 9 9 6 ) Identity , Cu ltu re and the Postm odern W orld . E d in b u rg h :  
E d in b u rg h  U n iv e rs ity  P re s s
S a y e r , A . (2 0 0 0 ) S y s te m , L ife w o r ld a n d G e n d e r : A s s o c ia t io n a l V e rs u s  
C o u n te r fa c tu a l T h in k in g . Soc io logy , 3 4 , 4 : 7 0 7 -7 2 5
S c h a ll, C  (2 0 0 0 ) F a m ily  P e rs p e c t iv e s  o n  R a is in g  a  C h ild  w ith  A u t is m . Jou rna l o f 
Ch ild  and  Fam ily  S tud ies , 9 , 4 : 4 0 9 -4 2 3
S e ld e n , L . (2 0 0 5 ) O n G ro u n d e d  T h e o ry  -  w ith  s o m e m a lic e . Jou rna l o f 
Docum en ta tion , 6 1 , 1 :1 1 4 -1 2 9
S h a k e s p e a re , T . a n d  W a ts o n , N . (2 0 0 1 ) T h e  S o c ia l M o d e l o f D is a b il i ty : A n  
o u td a te d id e o lo g y ? Exp lo ring Theories and Expand ing Methodo log ies :  
Research  in  Soc ia l S c ience and  D isab ility , 2 : 9 -2 8
S h a k e s p e a re , T . a n d  W a ts o n , N . (2 0 0 2 ) T h e  s o c ia l m o d e l o f d is a b il i ty : a n  
o u td a te d  id e o lo g y ?  Research  in  Soc ia l S c ience and  D isab ility , 2 : 9 -2 8
S h e rry , M . (2 0 0 4 ) O v e r la p s a n d  c o n tra d ic t io n s  b e tw e e n  q u e e r th e o ry  a n d  
d is a b il i ty  s tu d ie s . D isab ility  &  Soc ie ty , 1 9 , 7 : 7 6 9 -7 8 3
S ie g e l, B . (1 9 9 6 ) The w orld  o f the  au tis tic  ch ild . O x fo rd : O x fo rd  U n iv e rs ity  P re s s
S ie g e l, B . (2 0 0 3 )  He lp ing C h ild ren w ith  Au tism  Learn . O x fo rd : O x fo rd  U n iv e rs ity  
P re s s
S ilv e rm a n , D . (2 0 0 0 ) Do ing Qua lita tive Research , A P ractica l Handbook. 
L o n d o n : S a g e  P u b lic a tio n s
S m ith , I.C . (2 0 0 5 ) S o lu t io n - fo c u s e d b r ie f th e ra p y  w ith  p e o p le  w ith  le a rn in g  
d is a b il i t ie s : a  c a s e  s tu d y . B ritish  Jou rna l o f Learn ing  D isab ilities , 3 3 : 1 0 2 -1 0 5
S p e e r , S . (2 0 0 2 ) W h a t c a n c o n v e rs a tio n  a n a ly s is  c o n tr ib u te  to  fe m in is t  
m e th o d o lo g y ?  P u tt in g  re f le x iv ity  in to  p ra c t ic e . D iscou rse & Soc ie ty ,1 3 , 6 : 7 8 3 -  
8 0 3
S te lte r , R . (2 0 0 0 ) T h e  T ra n s fo rm a tio n  o f B o d y  E x p e r ie n c e  in to  L a n g u a g e . 
Jou rna l o f P henom eno log ica l P sycho logy , 3 1 ,1 : 6 3 -7 7
S w a in , J . a n d  F re n c h , S . (2 0 0 0 ) T o w a rd s  a n  A ff irm a t io n  M o d e l o f D is a b il i ty .  
D isab ility  &  Soc ie ty , 1 5 ,4 : 5 6 9 -5 8 2
S w a in , J . , G r if f i th s , C . a n d  H e ym a n , B . (2 0 0 3 ) T o w a rd s  s o c ia l m o d e l a p p ro a c h  
to  c o u n s e ll in g  d is a b le d  c lie n ts . B ritish  Jou rna l o f G u idance &  Counse lling , 3 1 ,1 : 
1 3 7 -1 5 2
S z a tm a r i, P . (2 0 0 4 ) A M ind Apart: Unders tand ing Ch ild ren w ith Au tism  and  
Asperge r S yndrom e. L o n d o n : T h e  G u ilfo rd  P re s s
2 3 1
T am s , R . (2 0 0 1 ) P a re n ts ’ P e rc e p t io n s  o f A u t is m , A  Q u a lita t iv e  S tu d y  in  J . 
R ic h e r a n d  S . C o a te s  (E d s ) Autism , The Search fo r Coherence . L o n d o n :  
J e s s ic a  K in g s le y  P u b lis h e rs
T a n ta m , D ., B a lfe , M . a n d  C h e n , T . (2 0 0 5 ) She ffie ld  Su rvey o f the Hea lth  and  
Soc ia l C a re N eeds o f A do lescen ts and  Adu lts  w ith  A spe rger S ynd rom e. 
S c H A R R , U n iv e rs ity  o f  S h e f f ie ld . A v a ila b le  f ro m :
h t tp : / /w w w .a s p e rg e rs y n d ro m e .in fo /
T h o m a s , C . (2 0 0 2 ) D is a b ili ty  T h e o ry : K e y  Id e a s , Is s u e s  a n d  T h in k e rs  in  C . 
B a rn e s , M . O liv e r a n d  L . B a r to n  (E d s ) D isab ility S tud ies Today. C am b r id g e : 
P o lity  P re s s
T h o rn e , B . (1 9 9 2 ) Carl R ogers . L o n d o n : S A G E
T h om a s , C . (2 0 0 4 ) H o w  is  d is a b il i ty  u n d e rs to o d ?  A n  e x a m in a tio n  o f  s o c io lo g ic a l 
a p p ro a c h e s . D isab ility  &  Soc ie ty ,1 9 , 6 : 5 6 9 -5 8 3
T in k le r , P . a n d  J a c k s o n , C . (2 0 0 4 ) The D octo ra l E xam ina tion  P rocess . 
M a id e n h e a d : O p e n  U n iv e rs ity  P re s s
T re g a s k is , C . (2 0 0 0 ) In te rv ie w in g  N o n -d is a b le d  P e o p le  A b o u t T h e ir D is a b ili ty -  
re la te d  A t t itu d e s : s e e k in g  m e th o d o lo g ie s . D isab ility  &  Soc ie ty , 1 5 , 2 : 3 4 3 -3 5 3
T re g a s k is , C . (2 0 0 2 ) S o c ia l M o d e l T h e o ry : th e  s to ry  s o  fa r . . . . D isab ility &  
Soc ie ty , 1 7 , 4 : 4 5 7 -4 7 0
T u n a li, B . a n d  P o w e r, T . G . (2 0 0 2 )  C o p in g  b y  R e d e f in it io n : C o g n it iv e  A p p ra is a ls  
in  M o th e rs  o f C h ild re n  w ith  A u t is m  a n d  C h ild re n  w ith o u t A u t is m . Jou rna l o f 
Autism  and  D eve lopm en ta l D iso rde rs , 3 2 , 1 : 2 5 -3 4
W a lm s le y , J . (2 0 0 1 ) N o rm a lis a t io n , E m a n c ip a to ry  R e s e a rc h  a n d In c lu s iv e  
R e s e a rc h  in  L e a rn in g  D is a b il i ty . D isab ility  &  Soc ie ty , 1 6 , 2 : 1 8 7 -2 0 5
W a ltz , M . (2 0 0 5 ) R e a d in g  c a s e  s tu d ie s o f p e o p le  w ith  a u tis t ic  s p e c tru m  
d is o rd e rs : a  c u ltu ra l s tu d ie s  a p p ro a c h  to  is s u e s  o f d is a b il i ty  re p re s e n ta t io n . 
D isab ility & Soc ie ty , 2 0 , 4 : 4 2 1 -4 3 5  (a c c e s s e d  o n  th e  in te rn e t, 1 6 /6 /0 5 , p p . 1 -  
1 4 )
W a te rh o u s e , S . (2 0 0 0 ) A Pos itive Approach to Au tism . L o n d o n : J e s s ic a  
K in g s le y  P u b lis h e rs
W h ita k e r , K .A . a n d  C o rn th w a ite , S . (2 0 0 0 ) B e n e f its  fo r a ll: o u tc o m e s  from  a  
p o s it iv e  p a re n tin g  e v a lu a t io n  s tu d y . C lin ica l E ffec tiveness in Nurs ing , 4 : IS O -  
1 9 7
W ils o n , T .D . (2 0 0 2 )  A lf re d  S c h u tz , P h e n o m e n o lo g y  a n d  R e s e a rc h  M e th o d o lo g y  
fo r  In fo rm a t io n  B e h a v io u r  R e s e a rc h . (O n lin e )  la s t a c c e s s e d  2 3  S e p tem b e r  2 0 0 5  
a t U R L :h ttp : / / in fo rm a t io n r .n e t/ td w /p u b l/p a p e rs /s c h u tz 0 2 .h tm l
W in g , L . (E d .)  (1 9 7 6 ) Early  C h ildhood  Au tism . O x fo rd : P e rg a m o n  P re s s
2 3 2
W in g , L . (1 9 9 6 ) The Au tis tic Spectrum : A  G u ide fo r Pa ren ts and  P ro fess iona ls . 
L o n d o n : C o n s ta b le
W in g , L . (2 0 0 4 ) s p e a k in g  in  th e  V id e o  ‘The Au tism Puzz le ’. L a s t s h o w n  
1 4 /1 2 /0 5  B B C 4 . L o n d o n : B B C
W o o d  R iv e rs , J . a n d  S to n e m a n , Z . (2 0 0 3 ) S ib lin g  R e la t io n s h ip s  w h e n  a  C h ild  
H a s A u t is m : M a r ita l S tre s s  a n d S u p p o r t C o p in g . Jou rna l o f Au tism and  
Deve lopm en ta l D iso rde rs , 3 3 , 4 : 3 8 3 -3 9 4
W o o lfs o n , L . (2 0 0 4 ) F a m ily  w e ll-b e in g  a n d  d is a b le d  c h ild re n : A  p s y c h o lo g ic a l  
m o d e l o f d is a b il ity -  re la te d  c h ild  b e h a v io u r  p ro b le m s . B ritish Jou rna l o f H ea lth  
Psycho logy , 9 :1 -1 3
2 3 3
